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PRESENTATION NOTES 



WORKSHOP #2 

Understanding Legal Questions and Concerns cf Caregivers 

Presenter: Mr. Kenneth E. Bresin, Attorney at Law, Utah Legal 
Services, Senior Citizens Law Project 

"Individuals ought to retain control of their property and finances 
for as long as possible. However, numerous ways exist to smooth the 
transference of personal autonomy and ownership of property In the 
event of an Incapacitating Illness or doath; such transfers may take 
place only In the event of an Incapacitating Illness or death. 
Without sufficient legal guidance, I may transfer property to myself 
and one of my children as a means to assure that such property Is 
distributed amongst a11 of i^y children only to find that the property 
Is being taken from me because of something my co-owner child did. 
In other words, Moss avoidance* may be more Important than probate 
avoldarce. And a frank discussion with one's family members, coupled 
with a simple legal device, prior to the onset of a debilitating 
Illness such as Alzheimer's disease, w111 usually prevent the need 
for a guardianship proceeding In District Court." 



Other workshop presentations were 
V i deotapod ; contact : 

Resource Center 
Suite 92^^-93^ 
SWK Tower 

Brigham Young University 
Provo, UT 84602 



Table 1 



EVALUATING THE NEEDS OF AN OLDER PERSON 

NEED EXISTS 
NO NEED BUT NOT 

NEEDS NEED BEING MET CURRENTLY MET COMMENTS 



Physical ~ Occasional 
Health Activities 

Diagnosis or help for: 

Vision problems 
(with glasses) 

Hearing problems 
(with hearing aid) 

Speech evaluation or therapy 

Diagnosis or treatment 
for physical complaints 

Psychosocial 

Communication problems 

Meaningful activities 
on a daily basis 

Extreme anxiety and worries 

Sleep problems 

Decreased interest in self-care 

Prolonged grief (grief 
lasting more than six months 
may indicate depression which 
is a serious condition) 

Persisting guilt feelings 
and regrets 

"Acting out", combative or 
self*destructive behavior 

Memory problems 

Loneliness 

Paranoid behaviors 

Confusion and 
disorientation 

Touch and Sv. jal 
Identity 

Social contact 
and/or support 

Privacy 

Humor and fun 



Source Ebenezer Center for Aging. Minneapolis Minnesota 



Reprinted by permission of the Ebenezer Foundation for use at tne hairniy support in 
Elder Care Conference, Brigham Young University, Provo, Utah, March 1986. Frc:.i 
y ^sharing: How to Relate to the Frail Elderly ^ 



Table 2 

EVALUATING RESOURCES FOR CARESHARINQ 

Social Resources YfcS NO NOTES 

• Is there a spouse or someone living v^;*h the 

older person? 



• Is there more than one family member who is 
willing and able to be involved in the care 
of the older person? 



• Are there friends or neighbors who stop by 
to visit ihe older person on a regular basis? 



• Are there friends or neighbors who do errands 
or other favors for the older person? 



• Are there neighbors — teens or adults — who 
could be hired to do certain chores or 
errands? 



• Has the older person currently or in the past 
been a member of a church, fraternal or other 
organization that will perform services of any 
kind for its older members or former 
members? 



Personal Resources 

• Is the older person able to do ome house- 
keeping and meal preparation independently? 

• Can the older person do grooming 
independently? 



• Is the older person safe and content if left 
alone for periods of time? 



• Is the older person agieeable and cooperative 
when relating to helpers? 



• Can the older person see, hear and 
communicate? 



• Is the older person alert and able to 
remember? 



• Can the older person transfer and move 
around independently? 



Source Etenezer Center for Aging. Minneapohs. Minnesota (Continued) 

Reprinted by permission of the Ebenezer Foundation for use at the Family Support In 
^^Ider Care Conference, Brigham Young University, Provo, Utah, Harch 1986. From 
Jr tresharlnq; How to Relate to the Frail Elderly . ^ 



HOW ARE YOU DOING AS A CARING RELATIVE? 



DIrtctlom: If the statement is mostly true for you . write true in the space at the left. If the statement is mostly false for 
you. write false in tha space at the left. 



1. I have been so involved with the job of 
caring for my older relative that I have not 
taken time off from that responsibility for 
several months. 

2. I provide almost all of the care and support 
for my older relative because no one else 
realty understands aruJ cares the w^y i do. 

3. I encourage my older relative to be in« 
ddpendent and do as many things as 
possible for him/herself. 

4. I occasionally become angry or impatient 
with my old^r relative. 

5. I am "on call*' 24 hours a day and I try to 
respond quickiy to all the requests and 
needs of my older relative. 

6. I know about the organizations in my 
community that provide services and 
nursing home care to the elderly, and I 
know where to call to obtain these services 
if they are needed. 

7. I can do a good job of caring for an elderly 
person without having any special train- 
ing, reading, or education about aging 
and care of the elderly. 

8. I consider a nursinp home as a last resort 
for my older relative. 

9. I have made plans for providing care if I 
become disabled or if my older relative 
begins to need more care than I can 
provide. 

10. I would never leave a disoriented or con- 
fused older person alone or unattended. 

11. I am the primary one who cares for my 
Older relative because there is no one else 
who would do it or could do it as well. 

12. I have friends and relatives who give me 
support by helping, listening to my prob- 
lems, or just having fun with me. 

13. I have promised my older relative that I 
would 'never put him/her into a nursing 
home." 

14. One way I help my older relative is by 
taking the burden of decision making. 

15. At least once a week. I do something for 

fjn, 

16. There are some activities that my older 
relative and I can do to have fun together. 



17. I provide almost all of the care for my 
older relative because I do not want to 
impose on my family and friends. 

18. I have contact with my older relative on a 
regular basis, check to make sure that the 
environment is safe, and that the older 
person is eating well and receiving ade- 
quate health care. 

19. I think that it is almost always best for an 
older person to live in the same home with 
the relative who is providing care. 

20. I would not accept money or gifts for the 
things : do because I provide care and 
assistance for my older relative out of a 
sense of love and responsibility. 

. 21. I have been taught to use my body 
correctly when I lirt or transfer my older 
relative. 

. 22. I am very knowledgeable about the medi- 
cations my older relative takes. I feel it is 
my responsibility to understand the com- 
plications that can arise from medications. 

. 23. I know how to prevent skin problems for 
the elderly and how to check for signs of 
.•;kin breakdown. 

. 24. Older persons often have problems with 
stability and imbalance when they are 
walking, so I encourage my older relative 
to wear shoes that are comfortable, sup- 
portive and secure. 

. 25. Since I began being responsible for the 
care of my older relative. I have ex- 
perienced one or more of thd following: a 
change in weight of more than 10 lbs. (this 
means either weight loss or weight gain); 
sleeping difficulties: increased use of 
medications (including aspirin, sleeping 
pills, and tranquilizers); increased use of 
alcohol or tobacco. 

. 26. I have checked my older relative's home 
for safety hazards (this includes unsturdy 
or low furniture, clutter, throw rugs, stair- 
ways without handrails, and slippery 
floors) that could cause falls. 

. 27. I understand that tight fitting clothing 
(such as shoes, corsets, and nylon knee 
high stockings) constrict blood flow and 
Call lead to health problems. 

. 28. At this point, the best thing I can do is treat 
my older relative as a child. 



ERLC 



Source: Ek)6ne2er Center for Aging, Minneapolis. Minnesota 
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DISCUSSION GUIDE 
HOW ARE YOU DOING AS A CARING RELATIVE? 



Compare the response to the question wftn your own. Then read the discussion paragraph to see why the response 
is preferred. 



False 



False 



True 



True 



1. I have been to involved with the job of 
erring for my older relative that I have not 
taicen time off from that responsibility f cr 
several months. 

Caring ralatl¥§$ can eany out their ra* 
aponalbttltlBa meet atlaetlvaly mi/ion thay 
art noi lading atraaaod, amotlonally fa/se 

axhauatad, orphyaleMy Umd. AKpaopla 

naad soma paraonaltlnm tor prtfmeyaiHi 
ralaxatlon. Caring ratalNaa rmd time 
o/r and (lie olcfor MIMuola r^y also 
naad soma Uma with MIorant paopla. 

2. I provide almost all of the care and support 
for my older relative because no one eise 
really u nderstands and cares the way I do. 

Somatlmaa, thara i$ ono indhfMual who 
aaautnaa primary raapor$alblUty or whom True 

older family momhora roapond to moat 

ffatf//y. /( la unwiee and Itt^methal tor 
older paopla to bo dependant on one 
peraon tor their eecurHy mnd aundwal. It la 
Important not to toater d^pondenee 
one earing ralatln. Aa o caring roletl^e, 
you must actl¥Oly aeek pertnera In the 
reaponalblllty of earing and aHow older 
people the eeeurity ot having a number ol 
peraona on whom they can rely. 

3. I encourage my older relative to be in- 
dependent And do as many things as 
possible for him/herself. 

Frail or handicapped people usually stay 
healthier and teal better about themselwes 
when they are allowed or encouraged to False 
take care ot their own noeda as much aa 
poaalble. Careglvere should do on!y the 
things that older poraona cannot do tor 
themael¥ea. For enam^e, Ha man la able 
to drees himself on top, but not on the 
bottom^ the caregiver ahould help only 
with the bottom. 

4. I occasionally become angry or impatient 
with my older relative. 

Caring relatlves are human arnl caring for 
older people can be atraeeful. It Is normal 
to tecome angry and fruatratod at times. 
It le alao Importont to plan eonatrucUve 
waya to express tfie anger and frustration. 
For example, you might talk about It to a 



friend or take a walk. If you feel ettgry or 
ralae your woke often (eay 80% of the 
Hmeh you may have a problem and you 
ahould reevaluate tfw altuatlon and con* 
elder getting additional aupport or pro* 
feealonal help. 

5. ! am "on call" 24 hours a day and I try to 
respond quickly to all the requests and 
needs of my older relative. 

Cering roMvee may need to be "on call" 
24 houra a day, but Mis dooe not meen 
they muat roapond knmodhitoty to all 
needamidraquaete. Theroerotlmes when 
caring poreone muet Vdnk of their own 
limitations, evaluate requeets end esk the 
older people to welt or do without. ^ 

6. : know about the organizations in my 
community that provide services and 
nursing home care to the elderly, and I 
know where to call to obtain these services 
if they are needed. 

Cerirtg relatives do not neeeaaarily have 
to provide ectual "imnds on" care for 
older people. In lecl, eometlmes It mey be 
letter for a person with training to do a 
parUculorlob. Your role maybe to find the 
help that Is needed. You may need to 
eperki a lot of time on the phone to learn 
about services and find help for yourself 
and your older relative. This can be a 
dtmcultand frustrating lob, but In the long 
run, It will usually be worth the effort. 

7. I can do a good job of cari ng f or an elderly 
person without having any special train- 
ing, reading, or education about aging 
and care of the elderly. 

Caring raMlves can 5e more effective end 
more comforteble In their roles If they 
understand the Illness or diseblllty ex* 
perlenced by the older peraon and If they 
knowsome basic techniques foredepUng 
th% environment and giving hends*on 
cere. People can get such training and 
education In verious weys. Including 
reeding, formal claeses and consultation 
with verious professlonels Including phy* 
elclans, home cere nurses, end soclel 
vrcrkera. 



Source: ElMnsxtr Ctnttr for Aging. Minneapolis. Minntsota 



f^!§L^ 8. lcon8ideranur$inghomeasala8tr«sort 
for my older relative. 

MMy CBring refiflvtt antf imny oU^r 
p9oph do Mh¥0 i^unlng honm • 
/••f r0$ort. Ho¥mt§r, Hmn Mm nnmUonn 
In which mefring to a nunhg homo eon bo 
tho boot plan tor both tho oMer ptftefi 
ond {fie carfnff roloth/o. Tito Heme cti^ 
offer round'thoe hol s coro ond OMOoKont 
progromu of thoropy, lecreetfon ond 
hoolth cere Mkef ivoiiM mf fee eraMeMe /n 
e per«oi7'e oivif iNMiie. In e niiiebif Aome^ 
f/ie afreee of cotoghrtng b ohofod by o 
numborot$tolt. Coring fotothmo.idoklor 
poopio otton ooy ttioy ottportottoo reneived 
elo$onoo$ ond mnie tnoonltigful ooelol 
I iferecitfon wfhon ffie oMor poopio moye fo 
Me aefefy ond protooolonol cere of tfie 
nunlng homo. 

9. I have made plans for providing care if I 
become disabled or if my older relative 
begins to need more care than I can 
provide. 

Coring re/eflvet $hould think obout tho 
elreum$toneoo undor which tho coring 
roloVonnhlp will need to bo chongod. 
Thoro $hould bo o bock-up plon to ec« 
comodeto tho cimnging hoolth neetfa of 
Me oldor ponon. Bworyono ohould mow 
who will holp In emergenctoe e^ whc will 
pro¥ldo cere It tho coring retofire connot 
oct In thot rolo. 

^^^^^ 10. I would never leave a disoriented or con- 
fused older person alone or unattended. 

DI$ortontod por$on$ $hould not bo loft 
unottondod In Mutklonu thoy connot 
monogo. Howofor, It tf/aorfentotf people 
ore oble to be eeto end fee/ aec:ire, lM¥lng 
them e/one $ometlmee moy enhonce their 
teellng$ otpri¥Ocy ond Indepondence ond 
ol$o oilow tho coring retof/ye to hO¥o tome 
freedom. For oMmpto, e ivomen who$e 
moln difficulty wo$ with the owen could be 
left elone It the go$ wo$ $hut off. 

^^^^ 11. I am the primary one who cares for my 
older relative because there is no one else 
who would do it or could do it as well. 

Thereore different ioo$on$toronoporoon 
In 0 fomlly to become ttie primory coring 
relotl¥e. Idwily, the choice $hould be 
mode through o procooe of open dlecua- 
$lon ond con$lderotlon of Me needs, 
reaourcea, end proforoneoo of ell of the 
perf/ea ln¥0l¥0d. 4/ao» In some ceaea, It /a 
opproprioteforeoworoltomllymombero fo 
ohoro aome of ffte ro$pon$U>llltlo9. Cften, 
people become Inwohfod freceiiae they 



roopond to e c rtofa, llien thoy newer aeem 
to cfien^e thot role. When poopio tool they 
hofo gone through on Inegii/toMe pro- 
ceee, or ivfien thoy tool otimr fomlly 
memAere '^toto'' file cerfng role from 
ffvem, fomlly prolriem$ con occur. 

IiaS^ 12. I have friends and relatives who give me 
support by helping, listening to my prob- 
lems, or just having fun with me. 

Cerfn0 tor en oldor poroon eon fre e /one// 
eiKyaf^oeafluf ejipiffinea A alrofveupporf 
groupoonghfotfkocoringniicth/o renewed 
energy ond otongth. Tho coring refeffve 
who eon tind no time to epond with 
9upporthfo IMemto end retofvee Is more 
likely to ho¥o dUllculty BuetoMng their 
eftorto over Umo. 

fS!§L. 13. I have promised my older relative that I 
would 'never put him/her into a nursing 
home." 

Many coring relet/vos howe mode thie 
promleo ond hoi^o boord unoble to keep It 
It 1$ not erieo or kind to nmko o promioo 
you moy not bo oUo to keep. t¥on It you 
ore eMe to 0wo core now, Mng$ moy 
chongo. Tho older poroon moy grow to 
need Bp ocMnuroIng core timt you connot 
poeelbty provide ef liome^ or yoif moy 
d^vetop problem$ thot pro¥ont you ffom 
continuing your coring role. 

f^!§±. 14. One way I help my older relative is by 
tailing the burden of decision malting. 

If la Importont for ell people to feel they 
hO¥e aome control ond choice In their 
ll¥e$. Ewen o poroon who la ill or dioobled 
or forgettui con o$el$t In moking ef leoot 
aome docMono. 

l£M^ 15. At least once a weel(, I do something for 
fun. 

A ponon who reguloriy hoc oome fun ond 
relOMOtlon will hO¥e more to gl¥e the older 
relotlwe. 

^^^^ 16. There ate some activities that my older 
relative and I can do to have fun together. 

Older people need to hove fur even If fliey 
ore troll or confuted. Homing fun with 
coring reledvea cen elao meire older 
people feel better obout them$el¥e$ ond 
toss iMre e burden to the coring roloUwoo. 

F^^^^ 17. I provide almost all of the care for my 
older relative because I do not want to 
impose on my family and friends. 



Sourct: Ebsneztr Canttr for Aging, Minneapolis. Minnesota 
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Sm ai$cu$$loii tor §11 9ikl *1». HI$not 
unuBiml tor wpnwi who oro coring roto* 
U¥09 to toko moot ot tlio burdon thoffh 
col¥o$ Oik! aifoM oolUng fMt of lh«/r 
ctiMron or opouooo. mUoitloodfnkoblo 
to wont to do Itlooloo wry^rontuh 
tf mr oonouming ond drlng. SomoUmoo, 
tomllloo ond morr^goo wM bo botlor oft It 
coring tor tlio older poroon 1$ ntiorod 
omong tomlly momtorc 

18. I have contact with my older relative on a 
regular basis, checl^ to make sure that the 
environment is safe, and that the older 
person is eating well and receiving ade- 
quate health care. 

Older poopio do notolwoy$ o$k torormoy 
o¥on ro/oct hdp wlion thoy nood It. When 
poopio oro oick or Tory troll, o coring 
rolotin ohould hofo rsgutor contoct Md 
wotch torolgno of problems. Mf/ien oMer 
poopio connot toko core of Mo/r teste 
neoifs thom$ol¥oo, ffioy Mod somoono f o 
Intorcodo ond ovortoo Ite/r eorsi Tlio 
coring ro/ofliro moyprowMo octuol coro or 
obtoln ond nuponrioo sorvteos. 

19. I thinl( that it is almost always best for an 
older person to live In the same home with 
the relative who is providing care. 

SomotlmoB thin In truo. On tho other bond, 
It 1$ common tor oldor poopio ond thoir 
coring rolotl¥o$ to llfo In ditloront homos 
with tho coring fotef/ros ovoroooing tho 
coro ond on$urlng thot tho oUorpooplo't 
needs oro mot For some oUor poopio. It 1$ 
Importont thot thoy con $toy In tho lomlllor 
$urroundlng$ ot thoIr own homo§ ond 
oxporlonco priwcy ond Indopondonco. 
For some coring rolotl¥o$ ond thoIr 
tomllloe, H would boo hord$hlp to hO¥o tho 
oldor ponon IMng with thorn In thoIr 
homo. Thoro 1$ no ni/o to follow; oee/i 
$ltuotlon 1$ ditloront 

20. I would not accept money or gifts for the 
things I do because I provide care and 
assistance for my older relative out of a 
sense of love and responsibility. 

Coring rolotl¥o$ u$uolly pro¥ldo coro or 
oss/stoneo tecouso of lo¥o ond commit-' 
montond thoy profor not to rocol¥o gltt3 or 
monoy tor thoIr sorv/eo. Thoy should bo 
oworo ot tho loot thot oUor poopio moy 
wont to ropoy or show thonks tor Iho 
osslstonco thoyroGOl¥0. Also, coring role* 
tl¥os moy hO¥o some high costs tor such 
things OS mlloogo, child coro, ond pur'- 
civoso of grocorlos ond modlclno. Thoy 
should corotully document their costs 
ot coring tor the IndMduol ond when 



True 



True 



True 



True 



False 



ppeelMCi some or oKot those costs should 
te reimbursed. It Is ¥ery Importont to 
document omounts ot money thot 
ehongo bonds ond dotes on which ihls 
occurs. It you oro monoging onother 
IndMduoro tinonelol otioirs, It Is wise 
to soolr lego/ odWcj to Insure proper 
doeumontotlon. 

21. I have been tpught to use my bocy 
correctly when I lift or transfer my older 
relative. 

4 person who lifts or osslsts others with 
wolking ond tronsferring Is ot high risk ot 
Inturing htm/herself (portleuloriy bock 
Inlurloo) If proper techniques ond equip- 
ment oro fiof uood. When proper trons- 
ferring tocftfUguof oro used, the older 
oerson eon bo tronoterrod more sofely 
ond comfortobly. 

22. lam very knowledgeable about the medi- 
cations my older relative takes. S feel it is 
my responsibility to understand the com- 
plications that can arise from medications. 

It Is teMMcIo/ tor 0 coring rolettvo to teifo 
somo knowlodgo of tho modlcoUons Men 
by ffio oMorportoff tecoMo there moy be 
problems with oueh things os side effects 
ond nonoompllonco wlOi the physlclon*s 
orders. You con loom obout modlcotlons 
by reeding ond by tolking to your physh 
clen ond phormoclst 

23. I know how to prevent skin problems for 
the elderly and how to check for signs of 
skin breal^down. 

Skin problems oro common omong troll 
elderiy, portlculorty those who oro not 
physlcolly octfvo. Pro¥entlng skin prob- 
lems ond detecting thom right owoy con 
be Importont to the heolth ond comfort of 
the older person. 

24. Older persons often nave problems with 
stability and imbalance when they are 
walking, so I encourage my older relative 
to wear shoes that are comfortable, sup- 
portive and secure. 

Older soft shoes or slippers moy feel more 
comfortoble to on older person, but such 
shoes o/so Increose the risk of fells. 

25. Since I began being responsible for the 
care of my older relative. I have ex- 
perienced one or more of the following: a 
change in weight of more than 10 lbs. (this 
means either weight loss or weight gain); 
sleeping difficulties; increased use of 
medications (including aspirin, sleeping 
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pills, and tranquilizers); increased use of 
alcohol or tobacco. 

r/ieac CM M b9 $ymptom$ ot alffat 
cf!tf/or d0pr§$$lon. It you fie ve fietf fheae 
probl9m$f you $hould teelr pfotouloMl 
holp or 9d¥lco. 

26 I have checked my older relative's home 
for safety hazards (tnis includes unsturdy 
or low furniture, clutter, throw rugs, stair- 
ways without handrails, and slippery 
floors) that could cause falls. 

FbIIb ere e $orlou$ problom tor oldor 
pooplo. Tho on¥lronmontcon be e6epfed 
In mMy W9y$ to Improfo utoty tor tho 
o'dorp^non. 

27. I understand that tight fitting clothing 
(such as shoes, corsets, and nylon knee 



high blockings) constrict blood flow and 
can leau to health problems. 

Olreu'9tlor0§$docroo$odlnthooldorlyond 
eon$trtetlng gorm§nU con Mcreeae aivt"* 
Ing ond $kln problom$. 

EiHl^ 28. At this point, the best thing I can do is treat 
my older relative as a child. 

WIton on oldor poroon decomet tnll 
ond/or torgotlul ond roqulro$ o groot dool 
oto99l9toneo, tomHymombor99omotlmo9 
titink thoyoro bocomUig cltHdHko ond ffie 
tomlly boginc to toko o porontol mie. Thio 
In ceMed ''rale raverMT. Whon on oldor 
odult 1$ trootod o$ o ehHd, It undomlnoo 
thot poroon'o teff-eeleem. It to Importont 
toro coring roloUwo to provide tho noodod 
cere ond ot tho tome tfme, preterve tim 
odult $totu$ ond M/^etf«9em ot tho oldor 
porton. 
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Wl^o Should See This Film? 



• Aduh CSildMn of Ffad Pte«nts 

• Car«s^' Support G;oups 

• Caras^cr Sui^Mtt Group Leaders 

• HeaMi'CaiM Pnrfn^onais, including,: 

Adult Qtay C«rt Penonnel 
Nunir^iteme t^nritonncl 
Respite Gm« pH>vid9is 
Home Heakh CMC Wofkeis 
Hospital PnKHinel, esiMdaliy social workers^ 
nunes and dischaige planners 

• Clergy 

• Church groups 

• Community groups 
« Senior Center Staff 

• Mental Health fVofessionals 

• Family OMinselors 

• SodalWoifcen 

• Gerontology Students 

• Medical and Hin^ students 

Some Facts on Aging i.^ CaregK^ 

• Foreverypersonnowinaninstltutfon,atlea8ttwowlth^brdisaMesa^ 

oommunify. One-third of these need oonrtant nther than Inieimittenicaie. Ca i e tf v te gc o n c eimlbie 
those shoum in the film are inaeaiiAg at the numbeis of eldeih^ continue to biOMse. 

. • Persons 65 and older comprise 1 1% ol the total popttlatlonp-24 millMi peisoM (compared 
«fllh3.1 million attheturnoftheoentuiy.)Bythe year 2030, the totalpopuhtldAw('*gio«w40X^ The 
elderly population will almoef double. The population over 85 wilt almoet triplet 

• It is a myth tfiat families r^andonthdr ^deiSL A recent study reveaM that imwb tfkan 
half of the older persons surv ^ed saw least one of tfieir chimren on th#^ of tfie Interview 
or the day before, that three-quarters of thenk had se^i thebr children within • week, and that 
oiriy 10% had not seen even one of the clidhfaen witlrfn a montfi preceding tfie inleiview. 

• Family, friends, nei^bort, and odier non>piolssslonds are the f«re-pnnridsrs most preferred 
b;/ the elderly. In general, a flow of give and take exists betw^^ older and younger relathree 
tiuoughout an individuafs lifetime. But as elderly family members become more dependent 
fbiandalty or socially, they may receive more of some Idnds of assistance than they give. 
Families provide many kinds of direct physical assistance, as well as financial assistance and 
emotional support 
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Some Thoughts on Family Caregiving 



Although many families wish to provide care for eMHy members, their 
ability to do so is influenced by many trends in contemporary life. 
Amon j these are: 

• IiKreased employment of women, the tiadtttonal ^regivers 
Lowered birth rates (fewer children to provide care) 

^ Increased divorced and singile-parentfami&es 

• Increased bngevity (botfi parents and gnuK^rents may need care) 

• Increased mobility (children may Bve across country) 

• Lack of community support seivicet for home*bottnd^erly 

Various supportive seivices and resourees for temfllts carSng for an older person 
aro available. Reputabte health earoafinclef and InsNtutlons In tfiecomn^^ 
readily provide diis Information to caroflpvet fmi^es who wek tt. 

In addition, many hoepHali^ cctfsg^t and chyi^^ 
asked) educational programa and caiegikw aupi^ 
ftraitokkr person. 

These kinds of supportfve services he|p afmiiVtocontinue to care for an elder, and 
tfius delay or prevent placement bi a tong-ferm earo fiMiftty* 

However, nurstnghomeptacenrnrtmaybethekms-termcarephncrfchoi^ 
some ekierly and their famMet. When safety, tonetness, ieohtion and heakh needs 
rnake home a leas destrabk pitee, H may be a rdief to diDO^ 
rettrennent home over home care. Cost of servk:es (or extensive car^ from commun* 
ity agencies niay also be a factor in tf le deciskm for placement. 
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Some Ways to Use the FOm, ''MY MOTHER, MY FATHER" 



On* 2-4 Hour 
S —to n; 

A brief session starting with the fthn and foUoswed by discussion in small 
groups of 4«6 , using a professional from the community or a seasoned caregiver 
to facilitate each nnall group. These fadbtators may have been included in the 
planning and prc>:7iotion of the program and may wish to preview the ftlm and 
have copies of this discussion guide ahead of time. The |»ogram coordinator 
may wish to wind up the program wtdi brief reports from each group, sharing 
highli^b of the group's experiences. 

A Day Long 
WoilMhop: 

In addidon to the above, you may wish to be^ tfM day with an exerdse 
in which paired participants share 1) their own caregtving experiences Jind 
2) whettfiey expect from the workshop. This pair cmild then choose another 
pair after the film to form a group of four for the post-fUm discussion. The 
discussion could continue untd the Itindi bnak. 

After hinch you could present a pand of SMvfee providers from your com- 
munity (or program directors from your own agency) who could talk ^khiI the 
servkes avaikible to home-boimd oldbr peraone and th^ funffies^ 

You nMy%vant to ofibr a number of nUni>MSSions where some of the 
folkMviny lojplc^ could be presented and discutsed In more detail: 

• hM»«n<t^«f«o^^^Agfns 

r WhenlsGuardiansfilpanOptfon? 

• Deciding Who Does What-The .Family Conference 

• Feettngs of Caregivers 
Managing Difficult Behaviors 

• The Nonnal Aging Pitoeess 

• Aixesstng and UtiEdng Community Resources 

• How to Start a SelMMp Su|n>ort Group for Care^ers 

• Skilb and Cbnditfons for H«>me Care 

• Alternative Living Arrangement* 

• Taking Care of tfieCM^Iver 

• HeljHng the Ekfer Cope with Grief and Loss 

• Deuth and Dying and Home Care 

• Time Management for the Caregiver 

• Communication with Someone Who Has a Dementing Illness 

• The Finances of Caregiving 

4 
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6^S«mIoiw: . 



You may wish to plan a terics of scssioro for caragivars chooM^ 
praviously Hsted Some people inay prefer to UM tlM fil^ 
mg one family each week for four iMcks. <SeciM^ 

that family as thqr apply to tiw cwisiiw^s own aituatioa These sr^^ 

pants may choose to spin off from tiiis experience into aeif^idp, mutual support 

and pixMem solvins group, iniriting professionab in to lecture 

mation are identified and needed. 

Considerations For Facilitating Your Discussion Group 

The aduk participant has experiences and Information of vahie to others 
in the group. Tilils experience can be oiganized around discussion points or 
topics. Remeniber that adults as learners: 

• Are self*directing 

• Are req>onsiUe for themselves and their learning 
^ Learn more if they participate adhrely/share 

• Have mudi to contiflNite 

• Apply learning to cunentdfe situations 

• Require practical appUcation/rssults 

There are a number of faicffitator qualities and ddlls which help to create a 
positive dimate fot risking and sharing. Warmth, sincerity, p atte n ce. understand* 
ing, flexibility and perseverence are all human quaMes wMch help to create 
a climate of openness and trust SkiBs in interpersonal communlcatton, Ksteidng, 
and empatfiidng art also important In creating a positive learning dimate^ a 
cilltator shoutd do the following: 

• Provide a non-tlireatening atmosphere which encourages participants 

to express tiieir ideas» opinions, fadings and experiences. 

• Arrange to meet In a comfortaUe setting where there are a minimum 

of outside noises or distractions. 

• Design discussion groups of 4*6 participants. It is easier to speal( in 

a smaller group. 

• Sit in a drde so everyone can see and hear each other. 

• AsIc questions to stimubte discussion. 

• Encourage sharing of resources, ideas, feelings and solutions. 

• Challenge without attacking self«worth, confklence or integrity. 

• Provide posith^ and constructive feedback. 

• Allow for clarificatk>n and discus^n of issues. 

• Don*t be afraid of silence! Partidpants need time to think. 

• Emphasize that conduskMi or resolution need not always be reached. 

There is no right answer! 

• Promote mutual support and networking. 
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About Terra Nova Films 



Terra Nov« Rk^ A not-for*profit ooii«^ 
of filnw thai €)(pk)f^ social wd pcisonit iit^ 

Sm:citsiKqptioninl979bytopra^ 
films have bam to sIkiw th0 dign^ 
caring attkudtt. 

* Other fibmtflatTtm^kmhi•pradu|Oidi^^ 

BECAUSE SOMEBODY CARES, « Im about tht 



Wimitr of tha M81 WattoiMl Mert at Harfth Aaaucitrtun ¥§m Fart 



TAI(EASTA^B>^^amabo^<v k^ i ma a^ ^^alK i^prddar p a>a w 
baan victima ti crima. This fibn ahawa tha adMantapa of aaasrtiM om% 
rights in court WiMar of % UaS Aniaikan Fta 
Rfbbofi AitfflvdL 

WE ABE T HE CHU RCH TOGCTHEIU Am about ytcM wtgous 
education for pafSCMis with (tiantal hindtaipa. 

Fifana in Ptfogvaes and! Firopoaad Fflbna 

Wc an cunrantk; taaktna ^mmmBm for |Wg coMalation of fihna ont 

1. Aduk Diy Cafoand HoiM HaiMi Cara 

2. EldarAbwa 

3. RaaDoaaMa Plaanina for Ona*a Own Anina 

Wtwwk»ineinpct and id m from agtnciworindK^ ^ 
us on these fibm or othtr aodaJly fdcvmt iMuc* thatcod^ 

video. 

Terra Nova Fifans w also ava^abfe to produce finns,vid«)tiM8 or sikle program fcxc^ 
«Mho want artistk: cxcdfencc «id social puqnsc in thsk visual 
For more information contact James Vanden Boedi M (312) M1-M91. 



To Older, FiU Out the Form B«lo«r. or Call T«m Nova FUm (S12)881-M91 



My Mother, w« would iike to: 
My Father ° '^"^^'"'^S^Si.... 



33 minutes. 16 mm color □ Pr«view (bcfoit a bonafldc selection comffllttae with considcntion to purchsse. 

PuichaM$495ri iv-i ^ ^.^^ 

Abo available for purchase in ^ 

video cassette, all formats $395.00 ^ « . 

PIcaac Send: 

Terra Nova Films, Inc. □ information about youi other films. 

SS^ttlwSf^'^"* □ copies of this study guide (10-25 ©.76 each or 26 

(312) 881*8491 or more @ .60 each 
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SERVICES FRIENDS AND 
COMMUNITY ORGANIZATIONS 
CANflttMDE 



any tervicet, 

t of which 
are lew cost 
or free, are 
1 availabk in some 
contmunilics to assist persons 
confined to their homes, 
induding: 

■ Day Care PhigriBM 

usually provide medical 
services as wril as social and 
recreational programs. The 
people who ben^t most 
from day care activities are 
those who live alcme, or 
whose family and friends 
work during the day. Day 
care programs usually 
operate Pve days a week, 
. 9 am to 5 pm, and are often 
sponsored by religious, 
fraternal, or neighborhood 
organizations, or a unit of a 
ho^ital or clinic. 

The medical help avail- 
able is usually limited to 
administering medicines or 
minor medical treatment 
supervised by a registered 
nurse. Occasionally, speech 
or hearing therapy, physical 
therapy, or occupational 
therapy is availaMe, but 
participants are expected to 
be mobile. 

The cost is usually about 
$10 to $30 per day, but some 
programs operate on a 
sliding scale which adjusts 
payment to income. 
Community organizations 
frequently sponsor 
individuals who cannot 



afford to attend. Medicaid is 
prcbably the major source of 
payment for most people, 
and must approve each 
person' eligibility. 

Home health care nurses 
may recommend partici- 
pation in adult day care 
programs when n patient 
completes home caie 
treatment and is physically 
able to leave the home. 

■ FrIencBy Visitor Program is 

similar to the leieplume 
reassurance program, except 
that someone visits the 
patient on a regular basis 
rather than simply calling on 
the tdephone. The 
volantcer's visit is usually 
scheduled for a pre- 
c^etermined, regular time, 
usually once or twice per 
week. 

■ Hospice represents a 
philosophy of care which 
providei physical, emotional 
and sometimes spiritual help 
to terminally ill persons and 
their families. With hospice 
support, a dying person may 
be able to remain at home. 
Many hospice programs are 
sponsored by home health 
agencies which use the same 
health professionals to 
provide home health care 
and hospice care. 

Hospj .e care attempts to: 

■ decrease the pain and 
discomfort of the patient 
by controlling the 
symptoms of the illness. 
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■ make life as full and mean* 
ingful as possible until 
death. 

■ provide support for the 
patient, the family, and the 
friends. 

Hospice care Is usually 
available 24 hours a day, 
seven days a wedc. Vihen a 
physician orders hospice care 
and it is provided by a 
certified home health agency, 
costs may be partially 
covered by Medicare or 
; Medicaid. 

m Mtab on Whads provides 
I hot, nutritious home- 
delivered meab once, and 
sometimes twice a day, five 
' days a week, to persons who 
are unable to cook for 
themselves. There is usually 
: a sliding fee for meals, 
determined by each 
indivklual's ability to pay. 

■ Re^tt Care offers support 
so family or friends can take 
a break from iht demands of 
continual home care. When a 
family or friends care for a 
person in their home, they 
may need temporary 
replacement support when 
they are unable to provide 
the care that is needed, i.e., 
during a vacation, an 
emergency or working hours. 
Respite care offers this 
support. 

I Respite care usually 
includes nursing care, chore 
services, and meals, and can 

; be provided in most cases up 



to 24 hours a day. A req>ite 
care staff perscm or voluntea* 
may come to the home and 
stay with the perMm when 
family or friends must be 
away. Or, a rtspitt center 
may have an In^iouse facility 
where the individual can 
choose to stay while the 
family is away. The cost 
varies according to the 
amount of support needed. 
Information about these 
I services can be obtained 
from home health agencies, 
public hoilfth departments, 
diurchcs, day care centers, 
senior citizen centers, sodal 
service dqwlmentt. Area 
Agencies on Aging, and dvic 
dubs. 

■ Tdcphone Reassurance is a 

! free mvice imvkled by 
church, dvic or fraternal 
organizations and sometimes 
by home hedth agency 
volunteers. This service 
provides daily contact for 
persons who live done, or 
who are done during the day 
and worried abut thdr health 
or safety. The dient cdls in 
every day at a pre* 
{ determined fime, or a 
t volunteer will call the client. 
' If a client doesn't call in, or 
1 if calls by a volunteer aren't 
I answered, the neighbors or 
i police are alerted to check on 
tne client. 

■ Transportation programs 

provide transportation to 
{ needed services such as 
j physician visits and grocery 



'Churches, civic or 
frtternal organiza- 
tions, and somatimes 
homt haaltb agency 
volunteers provide 
daily contact lor tier- 
sons who Ihre alone, 
or are alone during 
the day.' 
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'The paikirit and 
family shouiil tiitcuss 
the care recdved and 
decide if it is meeting 
the pa^ ^ heaith 
needs 



i shopping (or individuals who 
( are unable to transport 
{ theimdves. TranH>orUtion 
! may be by volunteer drivers 
or by bus, taxi, or qiedally- 
equipped van service. 

HOMfCMIFMIUESMD 

There are many ways (or 
lelativii or friends to 
support 9kk md homeboimd 
patients, vrith or vrfthout the 
h*lp o( a home health 
agency. This support can be 
both physical and emotional. 
A person o(tcn (eels more 
conrfoitable with family help 
than with a stranger in the 
home; dose rdathm or 
friends can provide this 
feeling oT intimacy and 
comfort. 

family members or 
friends can also reduce the 
costs that would otherwise 
be incurred by helping with 
the following tasks: 

■ personal hygiene (bathing, 
toilet) 

■ changing bed linens 

■ house cleaning 

■ preparing meals 

■ grocery shopping 

■ washing clothes 

■ helpinK the pdlicnt in iind 
oat of bed 

■ assisting with medications 

Family members or 
friends uricomfortable or 
afraid to care for a person's 
needs in the home might 



' benefit from health training 
instruction available through 
local Red Cross chapters, 
home health agency nurses, 
1 or health department visiting 
nurses. 

Families who are con- 
sidnring, or providing home 
care (or a person, and want 
} more detaded information on 
I what they can do, should 
i read Honu Cm for the 
; Elderly by J. Trocchio, 
printed fay CBl Publishing 
Co. in Boston, (1981). The 
book provides both clear 
dtiec^n on basic care needs 
that (amily members can 
provide, as wdl as e)q>laining 
vriiat broad needs and issues 
are involved in caring (or 
someme at home. The bode 
can be very helpful to 
families who want to help. 

HOW DOB HOME 
HEALTH CARE OOMPME 
WrmMSmUllONALCARE? 

A need (or institutional 
care uraally arises when a 
person has a "chronic" 
ailment, a condition of long 
duration which can recur 
i frequently. 

I Institutionalization may be 
necessary when the condition 
Is Ml M'Vi'fr *it ttv\nU\A\ihy, 
that the person is unable to 
care for himself or herself or 
friends and relatives are 
either not avr'*.able or 
unable to h j. A chronic 
illness, ho' <. /er, does not 
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EVALUATING THE 
QUALITY OF HOME 
HEALTH SBtVICES 



necessarily require 
institutional care. 

For several years, the 
government has issued 
reports on the effectiveness 
of home health care. A study 
by the General Accounting 
Office indicated that for 
most persons over 65 years 
of age, restorative or 
^nvalescent care can be 
provided in the home, for 
less than the same services 
provided by an institution.* 
Some of these savings are 
attributed to thr support 
provided by a person's 
family or friends. 

If problems occur with 
the selected agency, local 
consumer groups, such as the 
Better Business Bureau, or 
local Consumer Affairs 
office, should be contacted. 
Also, if the agency is a 
member of a national group, 
the association should be 
notified. A listing of the 
national groups is included in 
the Resource section. 

* U.S. CongKN. Report cf the 
Comptroller General of the United 
States. Home Health — The Need 
for a Natiotud Policy to Better 
Provide for the Bderiy, 
Washington, D.C. Government 
Printing Office, 1977. 



In some communities 
there may be only one 
home health care agency, 
but when several dioices 
are available, the patient 
or family should try to make 
an objective evaluation of 
which agency is most suitable 
for the homebound person. 

After home l>ealth care 
services begin, this 
evaluation should continue. 
The patient and family 
should discuss the care 
received and dedde if it is 
adequately meeting the 
patient's health needs. 

The checklists at the back 
of this booklet can be used 
to compare the type or 
services offered by several 
different agencies. By 
answering the questions and 
filling in one column for each 
agency, it is easier to 
determine if an agency has 
met quality standards and 
can provide the services 
neeckd by the patient. Space 
is also provided for cost- 
comparisons between the 
services oKered by different 
agencies. The final section of 
Checklist B is to be used 
after service begins, to assess 
satisfaction in the services 
provided. 
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HOW TO ARRANGE A HOMBSOUND 
PERSON'S BMnONMBlT 




T 



Ihewwtmany tiinpl«' 
intxpowlve ways to 
fnakeahoine safer and 
more comfortable for a 
_ homebound person. 
Most of the equipment that 
may be needed to makethese 
home adjustments can be 
bought at a hardware store; 
other adjustments can be 
made at no cosl. 

■ If a patient is confined to 
bed, make sure a TV, raAo 
and telephone are accewlble, 
as weU as books and 
magazines, a readBng lamp, 
caUbeU, water pitAer and 

clock, and calendar. 

■ Avoid stairs. Use a first 
floor room even if it mear» 
converting another room mto 
a bedroom. If steps can't be 
avoided, try to install a 
"wp. , 

■ A colorful room with large 
windows and a nice view is 
pleasant for a bedridden 
patient. 

■ The bathroom should be 
on the same floor, close to 
llie person's room. 

■ Grab-bars or hand-rails 
can be purchased and 
installed in hallways and m 
bathrooms next to the toilet 
and in the shower. Bars 
make walking and getting up 
and down easier and safer. 
(Cost® $5 -$25) 

■ Remove all elevated mot 
sills or avoid them with a 
ramp. 



• Shag carpets, sUck floors 
and scatter rugs should be 
eliminated because of the 
danger of falls. 

■ .vlake sure lighting ^s bright 
a yi adequate in the p^^rson's 
room and h^ways. 

i lncaseof fire, prepare fit 

Eiv^ of escape for the 
eiridden person. 

■ L aperssmishardof 
heat tig, install an amplifier 
on th^ -hone arid turn the 
phone buzzer on loud. 
■Adhesive strips can be 
applied to the bathtub to 
prevent sUpping. (C^st©$2) 

■ A bench can be placed in 
the bathtub for easy and safe 
access. (Cost© $5 -$70, 
depending on the style and 
material.) 

■ Wrist-straps can be made 
for walkers and canes to 
prevent dropping them. 
Straps can be made of tape, 
cloth or rope. 

■ Enlarge handles of knives, 
forks and spoons to enable 
weak or arthritic patiients to 
hold the utensils with less 
effort and more control. 
Foam rubber, velcro, cloth, 
garden hose, etc., can be 
used. 

■ Change door handles to a 
lever type rather than a knob 
to assist weak or arthritic 
patients. (Cost® $10) 

■ Plastic mattress covers 
protect a bed if a person eats 
or bathes in bed or is 
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incontinent. Add a mattress 
pad over the plastic for 
comfort and to avoid 
slipping. Since these pads 
must fa€ changed 
immediately when soiled, 
several will be nttded. 

At more expense, the fol- 
lowing equipment can be 
obtained to make a 
homebound person more 
comfortable. This equipment 
can be purchased or rented 
through a ho^ltal, surgical 
supply store, or pharmacy. 
Depending iq>on a person's 
medical condition. Medicare 
and Medicaid may reimburse 
for some of these items. 

■ Buy or rent an electric or 
manual hospital bed tc help 
the patient sit up and get in 
and out of bed. (Cost $1,000 
for a new cdectrical hospital 
bed; rental costs vary.) 

■ PurrKs^ side-rails for a 
regular bed if a person needs 
heip getting in and out of 
bed or something to hold 
when turning over in bed. 

■ A water bed, air mattrecs, 
or foam padding can be 
purchased for a person 
confined to bed to reduce the 
chance of bedsores. (Costs 
vary) 

■ A trapeze can be purchased 
and installed above a bed so 
the patient can grab it to 
move around in bed. (Cost 
$40 - $125) 



■ An overbed table like those 
used in hospitals facilitates 
eating, reading, and writing 
in bed. (Cost $10 • $175) 

■ An easy Uft chair is a 
mechanical or electric chair 
whose seat lifts up to make 
getting in and out of a chair 
easier. 

■ A standard hoq>ital type 
wheelchair costs $250 • MOO. 

■ Second-haad Jiairs may be 
available hem the Red Cross 
or Salvation Army. 

■ A walker increases safety 
and ease in walking alone. 
(Cost $50 - $60) 



'Simple, Inexpenshra 
ways caa maka a 
homa aalar and mora 
comfartabfa for a 
homabountf parson/ 
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DERNmONS 

AMBULATORY. The ability 
to walk around without 
assistance. 

AMBULATORY WITH 
ASSISTANCE. The ability to 
walk around with the aid of 
a cane, crutch, brace, 
wheelchair, or walker. 
AUDIOLOGIST. A ^alist 
with a graduate degree who 
is certified by the Ameican 
Speech-Languagc-Hearii^ 
Association. This specialist 
can identify and evaluate 
hearing probtems and 
recommend and provide 
therapy to rehabilitate or 
enhance a person's hearing. 
The audiologist also 
specializes in determining 
when hearing aids are needed 
and will fit one for a patient. 
BOWE- AND BLADDER 
TRAINING. A program to 
relrain a patient in bowel 
and bladder functions to 
minimize or eliminate 
incontinence. 
BLOOD PRESSURE. The 
measure of the force exerted 
on blood vessel walls as 
blood is pumped from the 
heart. 

CATHETER. A tube passed 
through the urethra into the 
bladder to drain urine. 



CHORE SERVICES. 
Shopping, marketing, 
transportation, heavy 
cleaning and similar services 
available alone or in 
combination with , , , . 
homemaker-home health aide 
service. Costs for these 
services arc usually not 
reimbursed by Medic?r€. 
Some agencies provide chore 
services only without home 
he^th care or nursing 

I supervision. 

CHUKS. The trade-name for 
an absorbent pad which is 

' soft on one side, waterproof 
on the other, and disposable. 
Used under incontinent 
persons or for draining areas 
of the body. 

CC^fTiNENT. The ability to 
control the passage of feces 
and urine. 

DECUBITUS CARE. The 

care of a bedsore. Treatment 
includes medication and 
dressings; a nurse can 
instruct the patient on proper 
bed positioning to prevent 
further irritation. 
DECUBITUS ULCER. 
(Commonly referred to as a 
bedsore). A sore or ulcer 
caused by lack of blood 
circulating to some area of 
the body. This condition 
usually results from sitting or 
lying too long in one 
position^ 

GRAB BARS. Railings placed 
on walls to steady oneself as 
a safety measure. 



HOMEMAKER4iOME 
HEALIH AIDE SERVICES. 
PeraoiMl Mistanoe ind 
homemaking aervices 
provided in the home to sick 
Of disabled penons who 
camK>t pcrfofiii{)asic tasks 
for Ihemsrfves. Services 
provklediiidbde shopping, 
meal prq;iaraHon, 
howdceq^^ assistance with 
penonal care, administering 
oral Riedkationi under 
supervision, and reporting 
patient progress to the home 
health nune. 

PULSE. A measure of the 
rate and force of Mood as it 
is pumped by the heart, 
which indicates the number 
of heart beats per minute. 

REGISTERED NURSE (RN). 
A person who has 
successfully completed a 
minimum of two y^ars of 
nursing education an 
accredited sdiool o' ^ursing. 
Nurses must be lice&ised by 
tne state in which they work. 
(Some graduate nurses can 
practice in certain states for a 
short time prio-^ »o passing a 
licensing exam.) 

RESPIRATION. The act or 
process of breathing. 

RESTRAINT. A protective 
device used to prevent a 
patient from falling out of a 
bed or chair (i.e., a beit 
around the waist or a jacket 
with straps which tie to a 
wheelchair.) 



mroUffi. Bathing, 
dressing, toilfting« and 
feeding oneself, 
SHEEPSKIN. Used under or 
over a bichheet for softnes 
and comfort; a soft natural 
or tyitfhetic skin used to 
^0^ bony aieas of the 

SPQEaUANCUACE 
PAYHOUMSIST* a petsofi 
who h|Mi a fMdiiala degree 
andlsoirpad^Uie 
Ameridia5peedh4atiguage- 
Hearing Asiodatkm. The 
H'ttch-iaQgiuiie pathokgist 
can assess the patietft's 
proUem, deslpi a treatment 
program, and provkle 
therapy to heip.the patient 
regain or maintain ^leech or 
language sUDs. 

SOCIAL IVQRKER. UsuaUy 
an eii)|>loyee of a hom 
health agency or a soda, 
service department who is 
available to help a person 
adjust to confinement at 
heme. The sodal worker also 
counsels family members in 
caring for the patient. If 
community services or 
financial assistance are 
needed, the social worker 
can recommend sources of 
help. 

VITAL aCNS. Pulse, 
temperature and respiration. 

WAIJCER. A lightweight 
frame held in front of a 
person to provide stability in 
walking. A walker is more 
stable than a cane. 
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CHECKUSTFOR 
SEUeCMIAHOME 
HEALTH MENCY (A) 



Name ol Accncy 



Name of AgfiKy 



AddrcM 



Addm 



Phont I 



Phone I 



SERVICES: 



Yci 



Nulling 

Phytida Therapy 
SpeaEiThmipy 
Oca^Mtiond Theripy 
HonMMdctr 1^ Ptaonal Care 
SocUlWork 
Nutrition Tlunpy 
Dental Care 
Medical Siq>pUeil( 
L{uipmcnt 



No 



CortPnr 



(T ypt4IUte) 



No 



Cott 



(Tyye4IUte> 



wedc 



SERVICE AVAILABILrrY: 

Houn/di: 

DaytA 

STAHING {tptdiy #): 

Supervison 

RNs 

LPNf 

Hooiemaker^Home Health 
Aides: 

• Hcnun of initial trairing 

• Riquired houra of 
continual in-oervice 
education 



STAFF SUPERVISOR: 

— Astumea re^MNiilbility for 

care given 
-Qualfficationa 
-Visits Patients 
—Frequency of Staff Contact 
—Available in Emergency 
—Provides instruction to 

Homenuker^iome Health 

Aides 
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MISCELLANEOUS: 
Current Operating License 
Frequency of Wiysician 

Consultation 
Waiting Period for Serv;c ? 
Translators (Specify 

Language) 
Geographic Areas Served 
Certification by Medicare 

axid/or Medicaid 
Written personnel policies, 

basic benefits and wage 

scale for each position 



aeSTCO^AVAMJ^BLe 



Name of Aaency 



Name of Agency 



Addiw 



Addrai 
Phone I 



MISCELLANEOUS: 

(continued) 

Public list 



No 



CoatiVr 
VWt 



(Typt4iUHe) 



No 



Com Per 

VWt 



Rcimbittmncnl 
(Typt A Rale) 



of Board of 
Directon or Community 
Advisory Committee 
AnnwJ^jport of opetitiont 

Written sutemcnt of who b 
ebgiHe for servke and 
under what coiiditi<m 



CHGCKU^^ 
EVAUmiB HOME 
HEM.1H AGENCY 
SERVICE (B) 



Name of Agency 


Namcof Aaency 


Addm 


Addrets 



Ptione I 



PHYSICIAN SUPERVISION: 



T 



Phone I 



No 



No 



Patient Can CaO 
i Physician Visits Patient 
Staff ConsulUtion Weddy or 
Bi-Weddy 



STAFF SUPERVI^ON: 

Patient Can Call 
Supervisor Visits Patient 
Staff ConsulUtion Weekly 



; PATIENT/FAMILY 
^ SATISFACTION: 
(to be completed after 
se- 3 begins) 

Comfortable with staff 
Informed of Care PUn and 

Progress 
Observable Response to 

Treatment 
Questions/Concerns 

Answered 
Services Expected art 

Received 
Scheduled Visits Kept 
Needed Services Added 
Unneeded Services 
I Terminated 
: Periodic Reassessment of 
I Care Plan 



L 
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RESOURCES 



niBUCATIONS 

Imin, TheadoK. H 'J» 
HMkhGuvWlHtt* 

HoMtbJJNm Yoric: 
PuWcAlfain 
PampfOtt, l«7». 
(AvafliMeft«>iPid>Uc 

Affaira PMMett, 381 
Park Aw^Sbulh, 
New YoHk 10016. Pul»Wc 
Affidik f aonMet #560. 
$1.00 eadi) 

Nourae, Alan B., M.D. A 
Grfd»loM«naii«itli 
Can. KalwMKw, MI: 
Upjohfi Health Can 
Services, 1980. 
(Available from Upjohn 
Health Care Services, 
2606 East Kilgore, 
Kalamazoo, 
Michigan 49002} 

Trocchio, JuKe. Home Caie 
, for Ok* Eldcdy. 

Florence, KY: Van 
Nostrand Reinhold 
! Publishing Company, 
1981. ($11.95) 



! NaM Hone Can 
AssociaMM 

American Hosiptal 

Aaiodation 
Divisim <d Ambulatory aiKl 

Home Care Services 
840 N.l*t^ShorB Drive 
Chica«i>Tlri06U 
. (312)a80fp^ ^ . 

CAMitvOwwiunity 
' Hw^Scrviees 

Ntfoiidi tM«uc of Nursing 
10Colunb<isCirde 
New Yo*, NY 10019 
(212)882:1022 ^ 
Home HeilthJ^ti'vices and 
, Staffing Aitodation 
i 210lLSlw«t,N.W. 
Washington, DC 20037 
(202) J7S-4707 
National Aasodatitm of 

Home Care 
205 C Street, N.E. 
Wadilngton, DC 20002 
(202) 547-7424 
National Homecaring 

Council 
67 Irving Place 
New York, NY 10003 
(212) 674-4990 



24. 



Caring for Your Aging Loved Onesi 
A three agency community service 

by 

David Turner, M.Ed. 
Salt Lake County Aging Services 
and 

Alberta W. Blue, A.C.S.W. 
Salt Lake County Mental Health 



Since 1982, three agencies have cooperatively sponsored an 
education program for caretakers of aging persons. This program is 
an excellent example of interagency cooperation that must take place 
before effective nonduplicative services can be offered. The paper 
describes the coordination of efforts, success, problems encoui tered 
and solutions found for recruitment of participants. 
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Caring For Your Aging Loved Ones Is not merely a community 
education series. For those of us who have worked with it, it has 
been an exploration of the dynamics in caretaking families, a lesson 
in how to market a class, and an exercise in development and 
format. The scope of this paper will range from a discussion of the 
issues as we see them, to a c».veat about some of our marketing 
mistakes as well as our successes. Finally, we will describe how we 
designed the series, and suggest some possible resources for 
planners. 

Caring for aging loved ones in large numbers is a 
responsibility that no society has ever faced . Since World War I, 
life expectancy and social changes have created a new group of 
dependent persons. The most rapidly growing age group in the United 
States is now the group over 85. Typically these persons are likely 
to be frail, poor and female. 

Part of our society's folklore says that families were composed 
of three generations living in the same household. Actually, two 
generations have always been the norm. At the beginning of the 
century few people lived long enough to need any care. As the over 
85 population increases, other trends are toward smaller families 
and working women. Hence, we see fewer available caretakers. 

An even more destructive myth implies that the frail old ar^ 
neglected by their families. The Commission on Elderly People 
Living Alone describes this population as 50 percent over 75 years 
old, 78 percent female and 45 percent in poor health. The majority 
of those who appear abandoned** are childless or have children 
living in other cities. 
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The people who traditionally have been assigned a caretaking 
role are specific women in the family. A single, unmarried daughter 
was often "expected" to sacrifice herself for any frail parents. It 
is no wonder that middle aged married or unmarried women have beein 
called the "caught" generation. (Newgarten and Hagestad, 1976 t 47) 
They are caught between their parents and their children as well as 
their careers and personal lives. 

The conflict of roles for caretakers can cause enormous 
dissonance. It is quite possible for people in their middle years 
to simultaneously be parent, child, spouse, student, employee, 
grandparent and caregiver. Success in any role can lead to problems 
or failures in another. Self-imposed and/ or socially imposed 
expectations are often unrealistic for anyone saddled with that many 
roles . 

Not only do some caretakers take on more challenge than they 
can handle, but the whole family undergoes enormous stress in the 
crises of added caregiving. Relationships in a family are 
established early and change comes very gradually, \fhen one member 
becomes frail a change of role may be forced on all the family 
members. Conflicts surface when expectations are unclear. Siblings 
begin to pass judgement on each other. Past conflicts and 
resentments surface. Spouses are required to learn new skills and 
children feel resentful because of perceived neglect. Families 
often do not understand the many changes that are happening. 
Expectations for behavior and support may not be realistic. 

Many of us who work with older persons and their families 
recognize the difficulties inherent in the caretaking role. The 
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literature is full of research describing the problems. A major 
difficulty for community agencies is reaching caretaking families in 
the first place. Available help is of little value to those who are 
ignorant of It. It is not uncommon for families to avoid seeking 
help from a community menta^ health agency. Area agencies on aging 
have contact with a portion of the elderly popu'^tion, yet their 
ability to communicate with adult children is very limited. Many a 
well meaning agency has offered a caretaker education series to the 
community, only to have no one i.how up. 

Since 1982 three agencies serving the metropolitan area of Salt 
Lake have cooperatively sponsored a community education program for 
families of frail elderly. The program is designed to provide 
families with general information about age-related issues and needs 
as well as an introduction to the many community services which can 
assist families in their care-giving activities. Some of the series 
have been much better attended than others. It is clear to us that 
successful classes have resulted from successful marketing efforts. 
It is simply not good enough to offer a class and then automatically 
expect people to come. Certain marketing tools worked and others 
did not. 

Unsuccessful advertising included a listing in the YWCA 
catalogue of classes. Those who need the experience most do not 
read class announcements. This may be true because the stress of 
care-giving leads to guilt when looking for an outside release. 
Also, it may be that the ability of the YWCA to distribute the 
catalogue is limited to Y members or previous enrollees. Posters 
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placed in senior centers and even in public places were not very 
helpful either* Posters compete with far too many other 
distractions* 

Press releases usually result in small newspaper announcements 
that go unnoticed* Even an extensive article is not very useful if 
the publication has a limited readership* For example, some 
periodicals are read by older persons or by women in the work place 
(see appendix 1 ) * In both cases, the message about an upcoming 
seminar series fails to reach its target audience* We found that 
potential participants did not read these publications* 

In general, dependence upon a host agency such as the YWCA or a 
library to recruit participants results in small or nonexiatent 
groups* The question, then, is what works? 

First, it is important to emphasize the need for a program 
called Caring for Aging Loved Ones * The potential audience is 
there, because having a dependent elderly family meiober is becoming 
a normative experience* There is little good data about the numbers 
of people who are caring for their parents or other older persons* 
This is due largely to a lack of research* However, for every 
person living in a longterm care facility, there are two equally 
frail people who are cared for by their families* (Comptroller 
General of the United States, 1977a) Our informed experience with 
families indicates that our problem is not lack of people who need 
help, but the difficulty of getting the word out by a productive 
method* 

We have been able to place major feature articles with photos 
-^n the local daily newspaper (see appendix)* This is almost a 
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guarantee that a class will fill up* The problem is in attempting 
to repeat ^^e article six months or even a year later. Large 
newspapers are reluctant to repeat themselves. The big article only 
works tht. first time. 

A second source of enrollees is former class participants. We 
found that by sending an announcement to former participants, we had 
repeaters as well as an informed communication source to friends. 
Word of mouth, as any advertiser will verify, is still the most 
effective communicator. Maintaining and adding to a mailing list is 
vital; using it is essential. 

A third idea that worked to some degree was a letter sent to 
ministers of the local churches and directors of local home health 
agencies. Church officials were more receptive if we had a specific 
name on the envelope. Otherwise, letters were lost in the plethora 
of junk mail. 

By far the most successful single technique we have found for 
reaching potential class participants is radio. In thinking why 
this is so effective, it is important to focus again on the stress 
experience of the caretaker. Many of them have expressed to us the 
guilt they feel about "stealing" time for themselves. Reading, 
television and community education are activities that require one 
to engage one's time selfishly. Hence, people are reluctant to 
answer their own basic self replenishment needs. 

On the other hand, it Is possible to listen to the radio while 
tending to some other duty; parenthetically. It may not be 
acceptable to go to a movie or play tennis, yet it is okay to attend 
a class on how to be a better caregiver. 
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An interesting example of the influence of radio comes from one 
of our participants. She came to a crisis in the care of her father. 
Out of frustration to relieve her stress, she was driving up and 
down the highway when she heard one of the group leaders on the 
radio. .Hear ing this announcement prompted her to find out about the 
class and attend. 

Radio has several different formats that serve our purpose. 
The first is the talk show. These programs vary from 30 minutes to 
an hour, often with several guests who discuss a single topic. A 
variation of the talk show is one that allows listeners to call in 
with questions and comments. An advantage of a talk show is that it 
allows discussion in some aepth. It is a method of educating the 
public about needs and resources. The objective of the radio 
station may be a lively and controversial discussion. Sometimes 
this can be a drawback. A radio personality may attempt to harass a 
guest in order to keep the show exciting. A further problem is that 
a talk show can be a lot of work for one exposure. 

A second format is a public service announcement. All stations 
are required to do PSA's and willingly read copy that is well 
written to fit into 60, 30, and 20 and 10 second slots. 
Broadcasting the PSA just prior to the beginning of the interview is 
beneficial. A personal contact with the station program director is 

very helpful (see appendix ) to insure air time at a reasonable 

time of the day. 

A third formah is radio promotions. These promotions have the 
potential to increase awareness of an event. The major problem with 
promotions is that they must be paid for. We have not had a budget 
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for such campaigns. Conceivably other commercial advertisers may be 
willing to attach tags about educational events in order to increase 
visibility and good will. Radio promotions can serve to help 
coordinate advertisers and community groups. 

New programming is a fourth possibility. We have found that in 
a large radio market a community class is not considered news. That 
may not be true in small rural markets. News directors need to be 
convinced that the issue of caring for one's elderly is a newsworthy 
item. Back up material and local data may prove the point. 

Of all the formats offered by radio, the most effective for us 
was the regularly repeated public service announcement. These 
announcements were not difficult to prepare, stations were usually 
very willing to run them and they were free. 

Once a group has been gathered, the structure of the class can 
be decided. We have learned that it is not wise for group leaders 
to decide in advance what subjects must be covered or fix on a 
concrete schedule of speakers. Each group is different. Time to 
process, ventilate and express needs was often valuable for group 
leaders co find appropriate topics for each session. Our program is 
structured as six to eight weekly sessions. At least two sessions 
are best used for processing tasks. The time constraints and the 
diversity of participants are both factors that constantly challenge 
and limit group leaders. Much depth and detail must be skimmed or 
ignored in this type of program. Our intent In providing 
information is to help families with a "beginning roadmap" that can 
point to some to alternatives that they can later explore as 
appropriate to their particular situations. 
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The two group leaders are community-based gerontologists who 
have extensive experience in both educational and clinical models of 
group work. Both are actively involved with both formal and 
informal service providers throughout the area, which has enabled 
them to obtain the time of ''guest experts" as well as extensive 
printed literature for distribution. 

He have found that most agencies welcome an opportunity to 
provide pv^Ac education. A single caveat may be to avoid 
personalities who are intent on selling a particular product or 
service. The topics we generally include are normal aging vs. 
illness, medications, emotional needs of both the elderly and 
family, legal and financial considerations, and the continuum of 
care services such as adult day care. Meals on Wheels, home health 
care and nursing homes. Throughout the series there are three 
themes we try to communicate: 

1. "You are not alone." Others have and ar** experiencing many 
of the same situations, and have found healthy ways to cope. 

2. "There is help out there." Often families do not learn of 
available supports until months or years after they could first be 
used. 

3. "There is no one right way to care." We try to encourage 
all group participants to begin to examine and discuss options 
within the reality of their own family situations. 

Caring for your aging loved ones has proven to be an effective 
means of reaching and supporting some of the many families in our 
community who serve as primary caregivers for their elders. The job 
of recruitment is just as Important as the quality of the classes. 
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It is both feasible and cost effective for our agencies to offer 
Caring for Your Aging Loved Ones to the community. Our participants 
tell us that we are reaching those who most need this information 
and support. 

The classes give them the tools they need to take more control 
of their lives and more effectively meet the needs of the whole 
family. 

doc. 0038/ p59 
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Caring far Your Aging Loved Ones L 411 

llitoclM* will •d<£r«uUie changing ntwlf of thtoMcrpmoaMwcllMthe 
nttda of thecarcgim.Mid givomiggMUontwkdoplioiwferdMkKngvirtlh the 
phyoieal and omoUonal oonfUeto that ohm ooeor ki tho changing 
NiationahiiM bttwaen partnia andchiMrfn.TopicatoliadisoMMd inchidt: 

-.intaipenonal nlationahipa. daaling with tha changing 

raaponaibilitiaa. axpacUtiona. and oonfUeting viwva 
•-legal and finai»dal iaaaao 

-exieting inatitutional aapporte and coinnranity acrviceR 
-perspecttvco on aging, dlacvsatd by aging people 
-health and nutrition, with apccial onphaaif on effect* of druge 

Beaidca being helpful to people working with their aging paranto. it woo^ 
abo l:« beneficial to those involved with any aging lovad one. euch at a 
•pottse. done friend, or other clooe relative. There will be experto in the 
different fielde addressing the issues, and time allowed for discussionn. and 
questions. 

FadliUted by Alberta W. Blue A.C.S.W. of Salt Lake County Mental Health 
in cooperation with Salt I^ke County Aging Service. 

Time and Day: Tuesday evenings at 7:00 beginning Jan. 17th 
Fee: $10.00—6 sessions. 
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intaractioo of drugs account for a lot of the aged's 
problems. 

Aeoordiag to Turner. SO percent of parsom over 
SSbita three or more chronic illnesses. If th^ are 
uking medications for these Illnesses the drugs 
are aU iotarscting in the body. 

*X)ur bodies don't absorb iticdicatiuns the same 
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thlslsallaiiadiai 
ofonapersoalsi 

In order for haalthy cephig to take plaoe the 
instrudon aflsr several aggsslisns They eo* 
courage c ar sg i var s to aapporl appropr,%ta nde- 



leogatoathasfMgteaadMadsafaachaanon. ha^io^uMiisi 

carecakarshaaMnitgluaapharaoclalsndphysi- when respoadhM 

ilaaadstoasasltlMaaadBanMragMigpafanls.If uMsrtycanbavi 

iislsalletiadiahaaBaB. a svar a lbaeemsvicthm «^ ^Mt^kM . 



Tteily 
piaaavtthaa 

thagsromelSL 

prsss what tli^ eaa and aaat iii' 

Yhe bistracien af IN 
givanio 

the agtag arsesssL «a ia 
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whan raipoadhigtatiia Heads < 



^^.^.r^m^^ lallbaaMsrly.dlM.^ 

aidsr<y can be vary manipalallaHi liny aba sag* % 
giat tareiahan cbek SMand If llisf deal isai ^ 
eemlortable with the tafsmatta IfcsyNia bean 



given. 

Ibe problem Is not the old person." states Blaa. 
'tXtan the problems Is not koowtag what to do.* 
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ACTION WITH THE ELPgBLYr A HAM flBOOK FOR REUTIVES AMD FRIBIOS by Kenneth Keddle. 
f.-:f°: I*" Although discussion of progrms is not apfilfcable to the 

United States, faalllcs should find nost of the infbrMtlon Nelpfbl. Offers 
suggestions to help the older person to be Independent end to ease the work of 

Mrtithi Park. El«sfb: J. Hen York. 

10523. 1978; $23.00. Paperbound $9.75.) 

{^^iV^ iLIl^Il' ^Al^ Victoria BuMgin and Kathryn F. Him. Excellent hand- 
book for both the ilddle-age and older generations. Covers all aspects of aging 

"JkI"lM?9^l979^$?no")"*^°"* ^* ^ 

AGING PARENTS AND OILEMHAS OF TH EIR CHILDREN by Bert Kniger S«ith. Jacqueline 

*»!"»«^; * z?-P«9e bulletin presenting general infomtion 
about fMily adjustMnts in later life, nursing hone placeaent of an elder, and 
2!*;? u2itll IS?**"*.?' a discussion series for faMilies. (Hogg Fbundation for 
Mental Health. University of Texas. Austin. Texas 78712; 1981; Singte copies 

CARiwfi FOR YOUR AGED PARENTS by Earl and Sharon Grollaun. Using a prose formt. 
provides concise infonutlon and insights on aging related proble«s faced by 
faaiiies. Does not provide in-depth infonutlon. Offers few solutions to problems. 
(Beacon Press. Ha rpof- and Row. Keystone Industrial Park. Scranton. PA 18512; 
ivioi Paptrback $4.95.} 

Syillrnuy?^ by Howard M. Halpem. A guide for adults of all ages who experience 
difficulty^ their interactions with parents. Provides understanding and suggestions 
for dealing with parents who give double messages; play a "martyr* role; rule 
through fear and bell ttlement; are urloving; criticize continuously; are seductive; 
-r«i!S^S"2lJ!..^",''^*!l°"''^?5-.?*''"^*« importance of distinguishing old 

'"*7-^! '^f^^**^^ 'Sing parents to be dependent on adult 

sons and oa.^hters. (Bantam Books. New York, 1981; $2.75.) 

FOR GRANDPARENTS; WONDERS AMD yORBIES by Myron and Mary Maddon. Oiscuss«!S the 
grandparenwgranocniia relationship, how grandparents can support their children in 
the parenting role, and intergenerational living. Has a religious orientation. 
(The Westminister Press. 925 Chestnut St.. Philadelphia. PA 19107; 1980; $5.95 ) 
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HELP FOR FAMIUES DF THE AfilMfl 

book (eleven structured lessons, « 

for independent use by small grttHMmt/ 
emotional responses to changes U Nil 
solvable problems; generate alfji 
appropriate for their situation^ 
P.0.r8ox 245, Swathm<u9. fA 1 " 




11a and Jane Heald. Includes a work- 
rfWty-minute cassette tapes. Designed 
caregivers to help them deal with 
with aging relatives; identify 
^"determine which action is most 
jnter for Families of the Aging, 
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HOME CARE OF THE ELDERLY by Julie Trocchio. Gives basics of iKMie nursing care, 
guidelines for deciding Mhether or not to provide home care, and awthods for 

SI!f!l"'o 0' •<»«its. (CBI Publishing Coapany. 51 Sleeper 

Street. Boston. MA 02210; 19S1; $8.95.) » i~ /. - ^^v^r 

!n l^L??" "^^^^ « CI»2Y. A wioC ^R 9 «!lifi gELATTVPS by Ann Calder and 

nlnliii! i.'^ "^js^c ctrtgivers. ^gjtsiioos fflven 1»or coping tdth 

Sr^fi!!!* ?»ctors. involving otlitft fn c«i«glv1ng. and selecting care 

inM .Jii*^;.-eJ?""* <!»frt«iici of *areft»«rs Meting their omi needs. 

iFflrtl PulullfT^'^\^i^ ««»r*«.JRw''^«1'-«wlwt1on and decltlon-Mklng. - 
(Fforbez Publications. 2133 Quti>tc St,» Vt«|^r^ Cw«<to, V57; 1981; $6.95.) 

'fj^'^^g^l^^^ "^^^^ ^"^'^ Apract- 
.Mi*M**"* suggestions ^i|§fiifSS3« ^ have lost their intel- 
ncJ?J..t! IIJ techni<|uet >|br#i*i^irfiit^^l«,«. (Burtce RehablHUtlon 

Institute. 785 Manoronecic Avenue. Jllim PUiiis, Hf iflSoS; 1980; $3.00.) 

TAKING CARE OF OLDER PEOPLE AT «0«; fav ^ 49lte. A guide for caregivers. 
0 scusses nanageaient of problens si^ «t «t«iMlity. coMunlcation. a^tal 

ii^"s?i67;T9;s!"iyr5or!!aS^^^ M 

JUK^il^^ ''?"\°u^^"i'.^'-.^^"^"f^ by Wnawl Sloan. The author shares his experience 

J^?*"?**'®'* ^):^"? f»11l tnd explores generational probleBB: 

(Crown Publishers. 1 Park Avenui, Mew ToHt* MY 10016; 1980; $9.95.) 

THE OTHER GENERATION fiAPr 7HP mpflLI Afl^Q JtftO TOEIH A6IMB P POCTBS by Stcnften Z. 
Cohen and Bruce Mkhael Sans. WsSsJS olilfc parent/adult c5nr«latiowh1ps. 
age-related changes, ways adult <^11drtii dcan iffeetlvtly isslst older pirents. 
and issues of Independence 'dependence an* ^fnstl tut iona Illation. (Fblletta 
nillo? P?p2S^I^J2^9S^'**** Illinois 60607; 1979; 

THE 36-HOUR DAY by Nancy Mice and Peter Rabins. A cuaprehensive guide for fa«1Hes 
caring for a person with AlzhelMr's OI«l<$« or other deaenting Illness. Practical 
advice given for all aspecU of bent MfNigMlnt and guidance given for choosing a 
long-term care facility. (Johns HmMM Uhivemlty Press. 3400 N. Char'-es. Balti- 
more. Maryland 21218; 1982; $l#.9l; Paperback, $6.95.) 

UNDERSTANDING AGING PARFMT^ by ArJrew and Judith Lester. Examines the adult-child/ 
aging parent relationship and offers practical advice for dealing with one's own 
feelings and those of one's parents. Primarily focuses on physical and mental 
Changes, death, loss, and grief, and decisions about living arrangements in later 

PhfiiHnfJh^! Westminister Press. 925 Chestnut Street. 

Philadelphia. PA 19107; 1980; $5.95.) 

IIJAIJOIOO? by Katherlne L. West. A practical guide designed to help families 
understand the needs of nursing home residents. Suggestions given for caring for. 
comforting, and communicating with institutional Ued. older family members. 
(Areata Graphics. P.O. Box 12313. Portland, OR 97212, 1981; $5.00 ) 
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WHAT HAPPENED TO MY MOTHER ? by Henr^ Edwards. A psrsonal account of one family's 
experience In dealing irfth aenUI Illness In their 62-year old wife and iwther. 
(Harper and Row, 10 East S3rd Street, New York, NY 10022; 1981; $10.50.) 

WHEN YOUR PARENTS GROW OLD by Jant Ott^n and Florence Shelley. Provides resources 
and information for coping with the probleas of aging parents. Topics include 
finding help in the coonunity, aoMty ■itters. diseases of older peoplt^ behavior 
changes, and selecting a nursing how. (Funk and Uagnalls CONpany, c/e Harper 
and Row, 10 East S3rd Street.. Mm York, NY 10022; 1976; Paperback $2.25.) 

YOU AND YOUR AGING PARgHT by Barbara Silverstone and Helen H>Mn. One of the 
•*>st complete books on the subject of helping the adult children facetf 
problems of aging parents. Provides detailed Infomatlon about fo—inltj and 
institutional sources of help. (Pantheon Books, Randon House Pyblltim, 400 
Hahn Road. Westminster, Maryland 21157; 1981; Paperback $6.95.) 
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FEELINGS OP BURDEN AMONG ADULT CHILDREN CARING FOR 
AGED PARENTS: RESULTS OF A PILOT STUDY 

Clifton E. Barbett Fh.D. 
Associate Prof«>S8or 
Interdisciplinary Studias Program in Gerontology 
Department of Human Development and Family Studies 
Colorado State University 

Abstract 

Reported in this paper are the findings of a pilot study of 171 
adult children who are currently gproviding support for aged 
parents. Key variables measured in the •'Ui|47 Included percept- 
ions of burden (using the Caregiver Burden Scale) and family 
coping strategies (using the Family Crisi* Oriented Personal 
Evaluation Scales - F-COPES). Caregiver character istios and 
coping strategies were examined in terms of their relation to 
burden scores. Correlated with burden scores were the following 
variables: Sex of caregiver, number of dependent children in 
caregiver's home, perceived impact of caregiving on caregiver's 
health, and three out of eight coping strategies. 



Introduction 

Contrary to social myths that paint a portrait of family 
neglect of the elderly, research has repeatedly documented the 
fact that families, especially spouses and adult children, 
function as a primary source of care and support for aged members 
(Shanas, 1979a, 1979b; Shanas, 1980). However, accompanying 
these optimistic reports regarding the role of the family in 
caregiving are additional studies focusing on the experience of 
rendering support to eldery family members, almost all of which 
emphasize the stresses and burdens of care (Cantor, 1975, 1380; 
Montgomery, Gonyea & Hooyman, 1985; Pratt, Schmall, Wright & 
Cleland, 1985). 

Caring for an aged parent, and particularly » parent beset 
by poor health, is extremely taxing. The caregiver (usually a 
daughter) often faces some degr.e of social isolation; lack of 
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time for self, family and friends; career interuptione; financial 
drain; and the unrelenting sense of responsibility for the 
vell-being of the parent. These and other problems contribute 
to a subjective sense of burden experienced by many caregivers 
(Zarit, Reever & Bach-Peterson, 1980). 

While previous studies of caregivlng have documented a 
relationship between caring for an older parent and burden i 
only a few have focused on the specific correlates of burden 
( Montgomery » Gonyea & Hooymani 1985; Zarit, Reever & 
Bach-Peterson I 1980). Specific resources, coping strategies > 
caregiver characteristics , and other factors that might mediate 
the sense of burden have not been fully explored. The purpose 
of this paper is to help clarify the relationship between 
feelings of subjective burden and (a) characteristics of the 
caregiver y and (b) caregivers' coping strategies. 

Methods 

Data Collection and Respondent Cha racteristics 

The findings reported here are derived from data collected 
for a descriptive study in which questionnaires were mailed to 
290 adult children providing some level of care and support for 
an aged parent. Names and addresses of potential respondents 
were identified primarily by asking students enrolled at Colorado 
State University if they knew of anyone currently providing care 
for an elderly parent. Additional names and addresses of 
caregivers were obtained from an adult day care program i the 
membership of several churches , and from the rosters of partici- 
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pants enrolled in Horkshops on Issues related to personal aging 
and family care cf the elderly. 

Of the 160 questionnaires that were returned) 171 were 
deemed complete enough to be included in the present analysis. 
The demographic characteristics of the respondents included in 
this analysis are presented in Table 1 * 



Table 1. 

Demographic Characteristics of Caregiver 
Characteristic n % 



Sex 

Male 50 29.2 

Female 121 70.8 

Marital Status 

Married (living with spouse) 149 87.1 

Married (living apart from spouse) 3 1.8 

Widowed 4 2.3 

Divorced or legally separated 12 7.0 

Never married 3 1.8 

Employment Status 

Employed full-time 83 48.5 

Employed part-time 31 18.1 

Unemployed (but not retired) 6 3.5 

Full-time homemaker 29 17.0 

Retired 15 8.8 

Other 6 3.5 

No response 1 .6 



Note: Age (median) = 51.58; Years of education (median) = 15.5 



The mailed questionnaire solicited information on a number 
of variables, including characteristics of both the parent and 
the caregiver, the caregiving situation itself, the extent to 
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which the cartigiver had planned for the tine when care would be 
needed^ the perceived Impact of careglvlnf on the caregiver's 
marriage and family life, and the use of resources (Including 
siblings and other family members) In the fulfillment of careglv- 
Ing responsibilities. Of central importance to this analysis 
were sections that measured the caregiver's coping strategies 
and perceived sense of burden. Scales measuring these latter 
variables are described below. 

Qperatlonallzatlon of cooing gtratt^gle^. Caregiver coping 
strategies were operatlonallsed using the Family Crisis-Oriented 
Personal Evaluation Scales (F-COPES) . F-COPES consists of 30 
items that represent eight lamily or individual coping strategies 
in response to problems or difficulties (McCubbin, Larsen & 
Olson, 1981). F-COPES identifies the frequency (on a five-point 
scale: 1 = never; 5 = very often) that a respondent uses each 
of three internal and five external coping strategies. The three 
internal strategies are: reframing (the ability to redefine 
stressful experiences in a way that makes them more understand- 
able and manageable), confidence in problem-solving, and passivi- 
ty (avoidance responses to problems). The five external coping 
strategies focus on the degree to which families (or caregivers, 
in the current study) use different social support sources: 
Spiritual support, extended families, friends, neighbors, and 
community services. The F-COPES has a reported alpha reliability 
of .86 and test/retest reliability of .81 (Olson, McCubbin, 
Barnes, Larseni Muxen & Wilson i 1983). 
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Pperatlpnaligatlon of aub-tactlvft burden. Caregivers' 

feelings of burden were measured using an adapted version ^f The 
Caregiver Burden Scale (Zarit, Gats & Zarit, 1981). The Care- 
giver Burden Scale consists of 22 items on feelings about 
caregiving and has a reported alpha reliability coefficient of 
.79 (Zarit, 1982). Examples of items include: "Do you feel you 
feel uncertain about what to do about you relative?" "Do you feel 
your social llf« has sufferad because you are oaring for your 
relative?" "Do you feel you could be doinf more for your relat- 
ive?" and "Overall, how burdened do you feel in caring for your 
relative?" In the present study, both the instructions prefacing 
the scale as well as the scale items were re-worded so that term 
"relative" was replaced with "parent". Each item is rated on a 
5-point scale, from aero (never) to four (nearly always). The 
caregiver burden score is the sum of all the responses across the 
22 items, the range of which is from 0 to 88. 

Findings 

Caregiver Characteristics as Correlates of Burden 

The mean caregiver burden score was 26.86 (SD = 14.14). 
There were no significant differences In burden scores by 
caregiver's age, ircome, education, marital status, sibling 
position ("only" child versus caregivers from multiple sibling 
families), the parent's place of residence (living in own home, 
with the caregiver, or in an institution), or caregiver ' s .current 
self -rated health. 

Caregiver characteristics that were related to feelings 
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of burdon included oaregiver's seXf number of dependent children 
and I curiously I caregiver's assessment of hoH caregiving had 
affected his/her health (in contrast to rating of current health 
status) . 

Caregiver's burden scores differed significantly according to 
sex of caregiver (t = 2.74, df = 85), with women indicating 
higher feelings of burden than men* The number of dependent 
children in the caregiver's home was also significantly related 
to burden scores (r = -.15), with those caregivers who still had 
dependent children at home feeling greater burden than those who 
either did not have children or who had already entered the 
empty nest" . 

Several studies on caring for the elderly have indicated 
that caregiver's current health is an important correlate of 
feelings of burden (e.g. Pratt, et al. , 1985). In the present 
analysis, caregiver's self -rating of current health status was 
not significantly correlated with subjective burden (r = .13). 
However, caregivers' response to the question, "If yaur H««liH 
has declined since you started providing care and support to your 
parent, to what extent has caregiving affected this change?", was 
correlated was burden (r = -.43). Adult children indicating that 
caregiving had negatively affected their health had significantly 
higher burden scores than those reporting that their health had 
been affected (negatively) very little or not at all by the 
responsibilities of caregiving. 




Coping StrAl^tfiag Correlalig of Burden ^ 

Of particular interrdt in this study nag the relationship 
between coping atratefies (measured by F-C0PE8) and burden. 
Consequently I sero-order correlations were computed between 
caregivers' scores on the eight copinft strategies measurad in 
F-COPES and subjective burden. These correlations are presented 
in Table 2. One internal strategy (confidence in solving 
problems) and two external strategies (support from neighbors and 
spiritual support) were found to be negatively correlated with 
burden. 



Table 2. 

7.ero-0rder Correlations of Subjective Burden with Internal or 

External Coping Strategies , 



Coping Strategy 


r 


Internal 




Confidence in problem solving 


-.32** 


Ref raming 


-.09 


Passivity 


.02 


External 




Use of extended family 


-.06 


Use of friends 


.005 


Use of community resources 


.02 


Use of neighbors 


-.15* 


Use of spiritual supports 


-.21** 



* p 1 .05 ** p i .01 



Since caregiver's sex was found to be significantly related 
to burden, the data on coping strategies were f ur .hor analysed 
for sex differncesy particularly to see if male versus female 
caregivers differed on those coping strategies that were most 
highly correlated with burden. Results of this analysis indicat- 
ed while there were significant sex differenc s on several 
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coping (use of extended family, friends and coniuunity 

recources ) , there were no eex differences on those oopinf 
strategies that had the highest correlation with burden. 

Addressed, too, was the question of whether thoise coping 
strateg. e that had the highest correlation with burden were 
al SO those strategies that were most frequently used by care* 
glv&rs. For this analysis, the scores for each F-COFES coping 
strategy were calculated based on the sum of tht, ratings for 
Individual Items representing that strategi'. To facilitate 
comparison of the relative use of each coping strategy, the 
summed raw scores were divided by the number of Items used to 
assess that strategy. Using this procedure, It was possible to 
rank order the coping strategies In terms of how frequently they 
were used by caregivers. These data are presented in Table 3. 

Table 3. 

Caregiver's Ratings of F-COPES Coping Strategies 



Coping Strategy 



Mean 



SD 



Comparison 
Items Mean 



Internal Strategies 



Conf. in prob. solving 


15. 


72 


2. 


87 


4 


3.93 


Ref raming 


15. 


89 


2. 


39 


4 


3.92 


Passivity 


7. 


62 


2. 


96 


4 


1.91 


rnal (l^trategies 














Spiritual support 


14. 


60 




43 


4 


3.65 


Friends 


14. 


32 


3. 


04 


4 


3.58 


Conununity resources 


10. 


63 


2. 


78 


3 


3.54 


Extended family 


13. 


48 


3. 


47 


4 


3.37 


Neighbors 


8. 


03 


3 


il 


3 


2.68 



Note: Rating scale: 1 = Strongly disagree that this coping 
strategy is used, to 6 = Stronly af - ee that this coping strategy 
is used. 
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Of the three copinf strategies thait were related to burden, 
only confidence in problem solving and use of spiritual fe'ipports 
were frequently used by caregivers. The third strategy which 
was related to burden, use of neighbors, was one of tka two least 
frequently used strategies (passivity being the least used). 
Among the internal coping strategies, confidence in problem 
solving was the highest rated (comparison mean = 3.93), followed 
by reframing (3.92) and passivity (1.91). For external coping 
strategies, use of spiritual support was rated highest (compar- 
ison mean = 3.65), followed by use of friends (3.58), community 
resources (3.54), extended family (3.37), and lastly, use of 
neighbors (2.68). 

Dlacugalon 

Burden 

The level of burden reported in the present analysis is 
lower than that reported in other studies of caregiving (Pratt, 
et al., 1985; Zarit, 1982), but this is understand able given the 
fact that other studies have focused in particular on caregiving 
situations where the person receiving care is significantly 
impaired in terms of functional ability (e.g. Alzheimer's). The 
older parents receiving care and support in the present study 
appear to have been healthier and to have higher functional 
capacities on the average than those in other caregiving studies. 

The finding that female caregivers (daughters) reported 
higher levels of burden than did males, however, confirms a 
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repeated observation in caregiving reaearch. Thia finding, 
coupled Hith the fact that the number of dependent children 
under the agu of 18 residing in the caregiver's homei identifies 
what might bn an "at risk" population with regard to caregiving: 
middle-aged women who have not yet experienced the launching of 
children and who are "squeezed" between the responsibilities of 
caring for children and parents/in-laws. 

It is important to note that while the data in this prelimi-- 
nary study suggest that certain individuals are at greater risk 
of subjective burden than others, the restricted characteristics 
of the respondents necessitates caution in making generalisations 
about the characteristics of caregivers who are at high risk. 
The caregivers in the current study were for the most part 
middle- and upper-middle class, Caucasian adult children assist- 
ing elderly who, for the roost part, were not significantly 
impaired in terms of either mental or physical functioning. A 
more representative sample of caregivers and non-caregivers must 
be studied to more accurately identify high-risk groups. 
Coping Strategies 

One of the most surprising findings in the study was 
that burden was not related to coping stragegies involving the 
use of extended family and friends as a sources of support in 
caregiving. Other researchers have reported that immediate 
families are generally the primary source of support for lonfc* 
term, chronic disability. Gottlieb (1983), for example, maint- 
ains that the family is of paramount importance in the emotional 
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life of a caregiver, rendering crlticial psychosoolal resources, 
particularly in the face of inalterable stress. Typically i the 
caregiving responsibilities fall on the shoulders of spouses 
(Hives) and one or more adult daughters. In this process . the 
caregiver may often receive needed affective support from 
extended family. And according to the "principle of substitu- 
tion" (Johnson, 1983), friends fill in when members of the 
extended family are unable or unwilling to assist in caregiving. 
In the present study, not only were coping strategies involving 
the use of extended family and friends not correlated with 
feelings of burden (and hence not considered significant media- 
tors of burden), the frequency with which respondents reported 
using strategies involving these sources of support was also 
relatively low when compared to other coping strategies. The use 
of friends as a source of support in caregiving was used about 
as .nuch as were community resources » but even here this was more 
true for female than male caregivers* 

Even in the face of these findings p the x that use of 
family as a source of support was not significantly related to 
burden needs to be interpreted cautiously. It may be the result 
of the particular nature of the caregivers included in the 
study. It might be, too, that while extended family assistance 
was not related to feelings of subjective burden, family support 
might be an important mediator of more objective measures of 
burden (Montgomeryi et mI.} 

Finally, some comments need to be made about the use of 
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spiritual support as a coping strategy* Not only was spiritual 
support the most frequently used external coping strategy » it 
was also likely to be used by respondents almost as frequently 
as the internal strategies of confidence in problem solving and 
reframing. In fact, the strategy of spiritual support might in 
mariy ways be related to the strategy of reframing. For example i 
spiritual support may serve as the basis for controlling the 
meaning of difficulties faced during the experience of caregiv* 
ing. Spiritual support may provide the caregiver with a perspec* 
tive that allows him/her to discern some of the positive attri- 
butes of the situation I or in making positive comparisons to 
others who might be facing even more difficult situations. 
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THE ALZHEIMER SBOtlSE* CARING AND COPING 

By 

Marjorie P. Westergard 

The thoughts and observations in my paper are the resiilt of my OKn experiences 
as an '""'Jieimer's spouse for the past eight years, and experiences of members of 
our support group, 

Alzheimer's Disease is a terminal brain disesise which arffects memoiy and 
personality. It usually attacks adults over the age of forty, and Is the fourth 
major cause of death in people over the age of 65. At the prresent time there Is 
no treatment or cure. 

Six years ago, when my husband was diagnosed, most of the general public was 
unfamiliar with the word "Alzheimer" | however, in a recent survey, when partici- 
pants were asked to name the disease they feared most, Alzheimer's placed second, 
only behind cancer. 

Most AD patients live at home until late in the illness, placing the stressful 
and demanding burden of care upon faml^l-y members. Many families complain that 
lAiysicians often do not adequately inform them about the disease, its stages, or 
offer ajiy means of support. This results in frustration and feelings that no one 
cares or understands. Often family members who do not spend as much time with the 
victim may be unsympathetic and unconvinced that there really is a problem. 

The caregiver of an AD victim must have a thorough understanding of the disease 
and must realize that the patient is not responsible for his words or actions. 
Because AD victims often seem uncooperative, or even mean, they are highly 
susceptible to j^ysJcal and mental "abuse" In nursing homes and In their own hones. 

The following suggestions can be helpful to caregivers. patient and calm, 
allowing plenty of time to communicate with him. Speak slowly and simply, presenting 
only one idea at a time. Keep activities simple. (A confused person becomes easily 
frustrated when faced with multiple-step tasks.) Don't ask questions that tax his 
memory. Give him answers, instead. Do .lot assume that he can understand and act 
on messages, either written or verbal. These expectations are unrealistic. Use 
the same safety pcrecautlons used for children. Avoid situations which bring 
about frustration and anger. Do not accuse the patient of lying, and don't be 
upset if he makes unkind remaifes about you, or is not tactful in public. Above all, 
love him, show affection, give him the respect he deserves. 

The loss of the abilities to +hink, remember events, and make rational 
l^ndgments create perplexing behavior patterns which are very difficult for care- 
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glv6X8 to deal with. ^ 

Friends often decrease their social visits as the patient's behavioral | 
problens worsen. Many spouses stop taking patients out In pubUa because of 

possible embarraseung acts# Slnee AH often causes ln aj > p dcopglate behavior ^ It .4 

Is helpful to explain the dlseast and thii behavtc^ to frlBvAs and neli^boaoe. I 

The AO patient forgets what lias beeb 46ne ^r said f^xm one a&nute to, the }^ 

next, and a common source of frustration for the lottxeglver Is Uie repetitive I 

questions and demands made over ant wei^t SomatlJMs a dlstraotlonj glvl|ig him v| 

a simple task, will take his mind off the miiw tfxtm^^ || 

Vhen the AD victim appears stubborn and uncpiojNlza^^^^^ take hla comments i| 

personally or try to reason or contradict him. T3:y to aoi^pfc ^^t^ ihq^t he 
Is not responsible. , . , ^ 1^- '"' ^ ' 

The AD patient may put things down^ or even hide thWf It • 

Is a good Idea to Inspect waste baskets ^ drawers » shoes, unier eis^ favorite 
hiding places. Keep spare sets of keys, glasses y heerlni^ i^ 

Wanderlngy so common with AD vlctlmst Is jBftoit^^ t^j^j^ew either 
constant supervision or a secure environment. An ID biacoXett eograved with 
"memory Impaired" t namof address, azid phone Is essential. fi^r the wanderer. 

A patient may retain his driving skills, but his loss <tf judgi^nt^i^ him 
a hazard on the highways. Taking away his keys presents a ma diallenge for the 
caregiver. It Is at this point that a "whlt^^ lie" Is of ton better than tr}lng to 
explain why It Is no longer safe for him to drive. Some families hav6 dlscoimected 
the battery or starter wire and told the Impaired person that the car couldn't be 
fixed. Caregivers have to learn to be creative In problem-solving attenq^Sf 
and what worics one day will not always noA the next. 

It Is common for an AD victim to refuse to bathe or shower. Avoid discussing 
whether or not the bath Is needed or 3:emlndlng him It has been thx'ee days since 
he last bathed. Instead, /lopk/fee w^lito simplify the number of decisions 
Involved In the process of baihlng jin^ dressing. Follow the same routine every 
day. Don^t axgUQ when the patient says no. Just calmly continue helping him, 
step Ify step. A temporary ^^lange 6f subject will often cause the person to forget 
his objection. 

Because an AD victim Is no longer able to evaluate the consa^uences of his 
actions, accidents can easily happen. Since he Is unable to leara, special care 
must be taken to guard against accidents. The same safety precautions for children 
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apply to the Alzheimer /ictln. 

If friends and family assist i the patient can often remadn at home until the 
later stages of the disease. "Baly-sltters" must understand the nature of the 
disease and not he Insulted 1^ offensive behavior. Help them feel comfortable 
around your loved one. 

Alzheimer Fsunlly Centers are beginning to emerge across the country ^ offeriqg 
day-care to the afflicted person at very reasonable rates^ lliase are usually run 
by Individuals or civic groups. The Dept. of Aging In Utah has started a Senior 
Companion Program that can provide some respite care for AD .spouses. More and 
more nursing homes are offering day-care, but they are still quite eacpensive. 
Day-care centers are the last stop before nursing homes. 

When Is nursing home placement necessary? When th') caregiver can no longer 
physically or mentally handle the situation. Since most AD victims are senior 
citizens, the burden is often too great for the caregiver, who may also be aged. 
Statistics show that spouses are dying before the victiius. 

Unfortunately, there is still a stigma against those who find it necessary 
to place a loved one in a nursing home. When we had to place ny huslsand in a care 
center two and a half years ago, several well-^meaning friends crlticlzM my 
decision. This did not help the guilt I already felt. Harold's doctor sviggested 
that the next time a comment was made, I should look back and see how many times 
that individual had offered assistance during my time of need. AD patients a: 
often troublesome and uncooperative in nursing home situations and, therefore, 
are not always popular among the patients or the staff. It is imperative that the 
staff understauids dementing illness and how to care for people suffering from it. 
Regular in-service training should be maintained. Ify dear husband was abused in a 
care center by an orderly who definitely did not understand AD. The orderly had 
attempted to use a behavioral contract on Harold, and, in ny presence, shook and 
scolded him for not keeping his part of the agreement, which was to cooperate 
when it was time to change his clothes. When I reminded him that my 
husband suffered from AD ana could not remember a promise, he looked at me and 
replied, "He remembers you, doesn't he?" I didn't sleep for two nights, wondering 
how that orderly treated my husband when I wasn't there. The administrator called 
me a few days later and apologized, stating that the orderly had been dismissed. 
But I was relieved when we found a care center irtiere I felt the entire staff, 
including the cleaning people, loved and cared for my husband. A nursing home 
should also provide a safe place for AD patients to do their wandering, so that 
j*^vslcal restraints can be kept at a minimum. If you visit a care center during 
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thd day, unaimouDced9 you can usually ''feel'* tb6 ntjpospheife as you observe the 
relationship between staff aemb^cs and patients » AD patl^iits don*t reqtuire as 
Buch skilled care as they do patient and loving conc^ from a nurse or an aide. 

!Ehexe Is auch diversity in the mj pmi21fm cope ttWx AD. Soae faiolUes 
stiff er Irreparable daoage as Aniser, guilt, xissen^awt and refusal io accept the 
illness tear the faidly apart. Othd; f iffLllas^ the iUneas brio^ thett pXoser 
together in their efforts^to aai^tr tbf 111 l^ed^ one and give each ^h(»r 
It is laportant to realise that It i«^ imdezistalitei^^ to f eel j^Piiatil^(^^ aaif aM . 
angry with what Ijs happening, but those irtio are iiilil^ to a^s^^ i^K^ f^act that 
things will never again be the Tway they were" can poeoeeed to^bidH a ftualitjir 
"new life." ' . ' ^ \ 'y ^ ^ . 

One of the most chaHtagldg n^r roles for a spouse is that of total carsgiver. 
A spouse Bust take t>n responsibilitlesi^l^ were foraearly oarxl«d on by the victim* 
In Bibst caste, the spoxse th0 l^c^pa^sition for assialng-ihe role of hla aate* 

When AD strikes yotmger adults, the spouse xmwilllngly becoaes the breadwinner 
and casregiver. 

AD does not have to iiedn an^ei^St to enjoying llfe« It does aean that you will 
need to mke a special effort to find things that give fileasure to the impaired 
person, constantly adjusting to the stage that he is in« Although early in the 
disease, we had to stop attending the syngphony and opera, I was able to take Harold 
to movies for some tlae, as long as we arrived in tine to sit on the back row, 
with Harold in the comer. He was able to sit and stand at will, unobserved by 
the najorlty of theater patrons. We were also very selective in our seating at 
restaurants, cuid usually could conceal Kcccold's problem, although explanations to 
the waiter were often necessary. I leaimed to be very creative in planning 
recreational activities. 

Because AD affects the brain, which is not visible, the patient often looks 
physically healthy. This oreatep the problem of having others, including family, 
realize "chat the person is ill and nay need special attention and supearvlslon. 
Persons not knowing the situation may feel that the caregiver is "over«-protecting" 
or not treating the patient properly. The caregiver then feels frustrated and 
angry when others do not recognise the seriousness of the problem or do not lend 
the support so desperately needed by both patient and caregiver. 

I remember a discussion with a leader 1^ my church. I had mentioned how 
exhausting it was to worii six days a week, trying to salvage a business that my 



husband had almost ruined. (l took Harold to work with me 9 and tried to caxe for 
him there.) Vty friend said he kni»w exactly how I felt, because he, too, worked 
long hours axid then spent Sundays In meetings all day. He didn't understand my 
problem at all. When he went home at night, he had a wife and dinner waiting for 
him. When I went home at night, after working 10 to 12 hours as breadwinner, I 
had to assume the role of homemaker and was often too tired to get all my tasks 
done, which added to ray frustration. 

Families amd friends need to be educated. Family members who do not spend 
time with a victim may be unsympathetic and unconvinced there really Is something 
wrong. If you are getting csrltlclsm or not enough help from your family, donH 
allow your resentment to smolder. It may be up to you to take the Initiative to 
change things In your Tamlly. You may need to provide them with a first-hand learning 
experience. A lady In our support group was visited by a son and his family, 
from out of state, for a few hoiiCB last Thanksgiving. The son commented to other 
family members that he didnH kziow why mother was so upset. Dad seemed perfectly 
normal to him. During the Christmas holidays this lady, with her afflicted husband, 
spent two weeks with this son in Texas. The son now feels Dad should be placed in 
a nursing home immediately. 

I recently talked with a young man whose mother, a prominent civic and church 
leader, is a victim of AD. I told him that our family had received many blessings 
since this tragedy struck. He asked me to name one good thing resulting from 
Harold's Illness. I told him we had learned patience. All of our children have 
developed a greater sensitivity to the needs of relatives, friends, and neighbors, 
who face similar problems. After reflecting on my words for a moment, the young 
:Tan replied, "You're right. My father, a successful businessman, was aiways too 
busy to get Involved in family concerns. The family always catered to his wishes 
ajid schedules. Now he is developing traits of kindness and patience, that were 
never manifest before." 

Dr. Peter RaMns, in the book "The 36-'Hour Day" states i "Laughter might be 
called a gift to help our sanity in the face of trouble." 

A yeax after Harold was diagnosed, he returned to the U.of U.Medlcal Center 
to repeat the tests. He was to spend four days there, as he had the year before. 
But on the morning of the second day, I received a call urging me to come Immediately. 
Harold had become very violent and had "stolen" items from every nurse's station 
on the floor. (The nurses could not understd>nd how he managed to get his hands 
on so many items without being detected. I didn't dare tell them that, among his 
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nany talents, Hazcld had been eui aaateur ■agtoian anA ms .v«^ food at "slight of 
hand.") As we emptied his suitcase of pens, penollB, aot,e. ,|<>>ii(;iiii|p1 it ' 
needles, syxlnges, bottles, eviui « paofc of (O^S^Ot^w^'-^^ ti^e room, 

grabbed the suitcase and locked hliiielf iD:|||^;1»th;tij|K^ out* - 

Orderlies irers knocking on the do6T^i'3^t^iim^i^Ti^:1^' 

yelling to leave hln. alone. Finally i ft 8ecuxi% f$a»x&:g<>ic^'jXi»i^^ bpenl We 
were literally pushed out of the hpcliiitftlr with Haxol^'ji^illvf^^ his flats and 
yelling, and with the orderlies begg^ hlji not to reisitiaii^^i^'f^^^ evening, 
as 1 teaziuUy related this humiliating «x;pecienti^.:i^^ to 
laugh, saying, "Mother, your da6(iadpMx>n <tf Is a^^lly ftl^Qr.*' Ve 

both started to laugh and cry at the same t4i^, ia« lilt'^lAi'i^^ I 

learned to substitute laugjiter for tears whea6v«r poaeible* :%-i^it1[^''di^iUA>Xii£, : , 

There is no reason to feel ashamed if you laugh ftbdufe the mi«^iiB^ 4 oeafuieied 
person makes. He may share the laufl^«r even if he Is not. iSuipe if%t fuiijBy* ^ 
One evening all of our family, including spoeses* loaded in our vap to ifti^ our 
annual trip to the BarMshop €l«>noert in Salt Ia]ee. Prom the moment 1^ k^ went i 
into the Ignitionj Har^ld^begari bolbardlng me wlih itiestlons, are k<» «olng? ; ;i 

What time does it start? What time is it nov? Where is it gdlqg to 1)e lieid? Vhat 
time will we get theib? ^t time will we get hoae?" Oveir and OTi» agkin. 
Finally, 1 asslgii^^ ea^ pez^Bon a^uestiolt to answer, and I concentrated on 
drivings AnswexB were coming from all dia^otlonst and evei^one^ including Haroldy 
was laughing. 

During a particular dark period in my oxdealy I heard that a good friend had 
commented on how "l)ad" I was beginning to look. 1 didn't want to look ''l3ad**« I 
deciddd I could still look "good** in spite of sgr worries aM concerns s I determined 
to always look my best and t^ try to malntcLLn a cheerful attitude « It wasn't 
always easy^ but I felt better for pursuing this goals 

Caregivers need to be nourishedy t00| and sometimes it may be necessary to 
develop your own support systems Metropolitan opera star^ Dorothy Kirsten^ whose 
husband, former director of the Brain Institute at U^CsLsAs, is suffering ftom AO, 
commented that she had seen friends , many of whom she thought were of the lifetime 
variety, and "certainly were with us when I was playing the prima dona/' simply 
drop out of sights No calls, no notes, not even a brief "thinking of you'* message* 
So she h£ts organized a national campaign to publicise AD and to raise funds for 
research s This has been her outlets Casregivera need to find time to recreate; 
have fun, laugh, even if for only a few minutes each day. 

■ERJC 
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When friends ask what they can do to help, be specific and commit them right 
on the spot. I had suggested to .nany of our friends that taking Harold for a ride 
sometime would be very helpful. In four and a half years, only two of them re- 
sponded. I should have named the hour and the day I needed this service. 

It is quite common for family members to feel guilty for the way they treated 
the patient in the past| for being embarrassed by the person's inappropriate be- 
havior; for losing their temper? for not wanting this responsibilityi and for 
conslderln<5 a nursing home. I'll never forget the hurt look on Harold's face when 
I slapped him because he refused to get in the showor after an accident, and my 
son wasn't home to help me. Forttmately, he cam't remember the incident^ but I do. 
Caregivers need to discuss their feelings and frustrations with others with si m ila r 
problems. One caregiver remaaAed, 'Tfe have seme fights, but with AD patients f you 
don't make up, you just erase it and start again. " Some of us have to "start over" 
many times. 

FlnaJicial worries are a major concern for most careglvere. Costs of oaring 
for the patient at home or in a cere center can be extensive. The victim may be 
terminated from a job, or the spouse may be reqiiired to resign early in order to 
care for the victim. Home-care expenses, adult day caire, nursing services can 
deplete a family ^s financial resources. In our case, my poor husband had made so 
many judgment errors before we realized he was sick that we lost all of our savings, 
health and life Insurances, and almost lost our business. It's not easy to ask 
for help, financially, but it xisually becomes necessary. All avenues of financial 
sussistance. Including social security, veterans, aJid church should be explored. 
When I was forced to sell Harold's very valuable stamp aM coin collections and 
other beloved treasures that he had planned to leave to our children, it would 
have been very easy to endulge in a little self-pity. Instead, I looked at this 
as an opportunity for Harold to still contribute to the support of his family. It 
was much easier that way. 

I have also learned to accept financial contributions from friends and fajnily 
graciously. Recently a beautiful Korean family presented me with a check for $100 
to help the "bishop" whu had assisted them upon their arrival in Utah. Realizing 
what a sacrifice it must have been for them, I accepted it with much gratitude. 

It is essential that you caregivers have others to help - to give you "time- 
out" from constant carei to give you encouragement and support | to help with the 
work, an to share the financial responsibility. 
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At the present tine Alchelnar support groups are meetiog regiilarly In srvexal 
Utah cities* Support groups have been the great e<it source of strength for nsy u& 
experts from all fields offer advice, and as ve shan our concerns and exchauage 
information with othen facing the sane pzobxens* 

A few years ago Mark Payne, from BYU, conducted a survey on support groups in 
the state. One interesting conclusion from the report was that although those who 
attended support meetings didn't actually !mow any more about AD than thoje who 
did not attend, the support group merbers thought they did, so wesre better able 
to cope with their situations. 

During these past sevoreil years, I have read and studied many 1)ook8 on over- 
coming personal tragedyi I hpve listened to speakers who have emerged on top of 
great sorrows and trialst and I have tried to place myself in as many happy, 
beautiful surroundings as possible. I have made myself remember the /^ood things in 
iqy life, and I have tried to u^'iJft othen. 

There was a saying during Vorld Var II that ''there's no such thing as an 
atheist in a fox hole." I think I could say, 'There's no such thing as an 
atheist Alzheliier spouse.** D*iring the past eight years I have learned to pray, 
and I have found a "best friend" who never leaves my side* 

In our support groups many report that they have received help and encouragement 
from their IocclL churches, while church support has been s^lly lacking for others. 
In some axeaB church, groups have organised special "teams" who regularly take 
t^rns offering respite care to the caregiver. More chuaxhes are uxpressing Interest 
in learning how to assist theJx membe» who are afflicted with this disease. 
Our support gror.pe offer educational programs to church and civic groups to help 
them gain a better awaireness and understanding of the needs of both the AD victim 
ajid the caregiver. 

Ky family and I have grown, and are continuing to grow, from the experiences 
we have had with an Alsheiioer victim. I like to think that, in his way, Harold 
is still guiding his family, by providing us with experiences and opportunities, 
and that, peiiaps, if he had been given the choice, he would have eagerly meiae this 
sacrifice to help us become better individuals. 

Caregivers of AD victims are facing a treiaendous challenge today. Alone, they 
canrot possibly handle the burden and stress piled upcn them, but with the help and 
support of family, frienos, and support groups, they can still maintain a meaningful 
life, with a brighter future ahead. 
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At the present tine Als^elmer suppo2rk groups are meeting regularly In several 
Utah cities. Support groups have heen the greatest source of strength for me 9 as 
experts from all fields offer advice 9 «u)d £us we shaune our concerns and exchange 
Information with others facing the sane problenst 

A few yean ago Mark Payne, from B1U| conducted a sur/ey on support groupn In 
the state. One Interesting conclusion froft the report was that cilthough those who 
attended support meetings didn't actually know any nam ^hout AO than those who 
did not attend, the support group memlpers thought they did, so were better able 
to cope with their situations. 

During these past several years, I have read and studied many books on over- 
coming personal tragedy} I have listened to speakers who have emerged on top of 
great doarows and t£la!^| "^ap C h4v^ txie^ to place myself In as Jany happy, 
beautiful surrounding? as possible. ^ I hai4 made myself remembf-i Lhc good things in 
my life, and I have tried to uplift others. 

Thexre was a saying during World Var II that "there's no such thing as an 
atheist In a fox hole." I think I could say, •Ttiere's no such thing as an 
atheist Alzheimer spouse." DusrLng the past eight years I have learned to pray, 
and I have found a "best friend" t^o never leaves my side. 

In our support groups many report that they have received help and encouragement 
from their local churches, while church support has been sadly lacking for others. 
In some areas church groups have organized special "teeuns" who regularly take 
turns offering respite care to the caregiver. More churches a3ce exprysslnft interest 
in loaming how to assist their members who aaie afflicted with this diseeae. 
Our support groups offer educational programs to jhorch and civic groups to help 
them gain a better ai areness and understanding of the needs of both the AD victim 
and the CdXeglv , 

Wy family and I have grown, and are contlnu^-ng to grow, from the experiences 
we have had with an Alzheimer victim. I like to think that, in his way, Harold 
is otlll guiding his family, by providing us with experiences and opportunities, 
and that, perhaps, if he had been given the choice, he would have eagerly made this 
sacril'lce to help us become better individuals* 

Caregivers of AD victims ore facing a tiemendous challenge today. Alone, they 
cannot possibly handle the ''garden and stress piled upon them, but with the help and 
support of family, friends, and support groups, they can still maintain a meaningful 
life, ifTlth a brighter future ahead. 



